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Families are vital resources for the provision of long-term care 
services for the frail elderly and other functionally impaired persons 
whose capacity for self-care is restricted. Although the attention of 
much recent research has focused on family caregivers, most studies 
are either cross-sectional, have small samples, or include a variety 
of caregiving situations. 
The study reported in this dissertation is a Time 4 (T4) follow-
up interview of the caregivers of persons who experienced a first 
2 
stroke between 2 to 4 years (mean=36 months) prior to the T4 
interview. The first wave of data collection (T1) occurred within 
two months after the stroke. The second and third waves occurred six 
and twelve months, respectively, after the first interview. The 
caregivers were identified by the person with stroke as being the 
person closest to him/her who would be responsible for care after the 
stroke. Ninety-three respondents participated at T4. 
Data were gathered at all four interviews using reliable and 
valid measures for depressive symptomatology (CES-D; Radloff, 1977), 
psychological well-being (IPWB; Berkman, 1971), and caregiver burden 
(Zarit, 1980). The contribution of social support to caregiver well-
being was also investigated. Additional areas of investigation at T4 
included coping strategies (F-Copes; McCubbin, Larsen, and Olson, 
1981), caregiver adjustment, and the respondents• perception of 
themselves as 11 Caregivers 11 • 
The mean scores of depressive symptomatology, perceived burden, 
negative well-being, and positive well-being did not change 
significantly over the four points in time. However, the percentage 
of the sample having CES-D levels of 16 and above (indicating 
potential diagnosis of clinical depression) decreased by ten percent 
between T1 and T4. About ten percent of the respondents who were at 
risk for clinical depression at T4 reported high levels of depressive 
symptoms at all four interviews. 
Sixty-two percent of the respondents thought of themselves as 
11 Caregivers 11 and thirty-eight percent did not. Those who thought of 
themselves as caregivers were significantly more likely to report high 
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levels of depressive symptoms, to experience -high levels of strain and 
caregiver burden, and to be caring for persons who were more severely 
impaired by the stroke than those who did not. 
The experience of burden and the outcomes of depressive 
symptomatology were significantly associated with both the functional 
capacity of the person with stroke and with an index of stroke 
severity comprised of communication impairments and negative 
personality/behavior changes since the stroke. However, positive 
well-being and negative well-being were significantly associated only 
with the stroke severity index and not with the measure of functional 
capacity. This finding suggests that the residual 
personality/behavior changes which often result from stroke have long-
term negative effects on the caregiver and may be very important in 
measuring overall stroke severity and the patient's recovery from 
stroke. 
There were no significant gender differences in depressive 
symptoms, positive well-being, negative well-being, or caregiver 
burden, nor were there significant differences in outcomes between 
caregivers who were living with the person with stroke and those who 
were not. However, non-spousal caregivers reported significantly 
higher levels levels of depressive symptomatology than spousal 
caregivers {p<.Ol). 
The results of multiple regression analysis showed that 
caregiver characteristics contributed more to the variance in 
de pre s s i v e s ym p tom s a n d p s y c h o 1 o g i c a 1 we 11 - be i n g t h a n d i d 
characteristics of the stroke. The significant predictor of 
=---------------- ---
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depressive symptomatology was the caregiver's subjective health status 
(p<.Ol). Significant predictors of negative well-being were perceived 
burden (p<.Ol) and low satisfaction with social support (p<.OS). The 
significant predictor of positive well-being was the use of coping 
strategies (p<.05). 
The findings from this study have implications for stroke 
management programs, caregiver intervention planning, and health care 
policy. 
CHAPTER I 
INTRODUCTION AND LITERATURE REVIEW 
INTRODUCTION 
Caregivers of functionally impaired persons of all ages have 
been the subject of recent research. Public pol icy has increasingly 
focused on ways to minimize the use of nursing homes and other long-
term care facilities in favor of less expensive alternatives within 
the community. Informal caregivers--family, friends, neighbors, and 
community volunteers--are vital resources in the system of providing 
community-based care for adults whose capacity for self-care is 
restricted. In order to support family caregivers in providing long-
term care for the impaired elderly, several states have enacted tax 
provisions for family members who provide care in their own homes for 
elderly relatives. Other states are engaged in studies to determine 
the feasibility of providing direct payments to families who provide 
care for elderly relatives (Arling and McAuley, 1983). 
Jones and Vetter (1984) report that the World Health 
Organization Congress on Ageing strongly reinforced the concept that 
the elderly should be supported to live in the community, and 
furthermore to live in the community with their families. Such a 
policy has implications not only for the elderly or for community-
2 
based social and medical services, but also for the families who 
provide support for frail and disabled elderly. 
Studies of the impact of caregiving on the caregiver are 
important for the development of both policy and practice in long-term 
care. Caregiving over a period of time may result in mental and 
physical health problems for the caregiver due to fatigue, stress, 
physical strain, and confinement (Cantor, 1983; Fitting, Rabins, Lucas 
and Eastham, 1986; Fengler and Goodrich, 1979). In addition, 
' institutional placement of disabled or frail elderly has been shown to 
be more associated with the breakdown of the health and/or emotional 
resources of family caregivers than with the level of disability of 
the care-recipient (Zarit, Todd, & Zarit, 1986; Morycz, 1985). 
Within the past few years hospitals and social agencies have 
developed caregiver programs designed to provide information, support, 
and respite care for persons who are providing help for functionally 
and neurologically impaired individuals. These programs have been 
based on the assumption that caregiving is a role which, without 
intervention, ultimately drains the caregiver. "Caregivers need care 
too" has become a popular slogan seen even on bumper stickers. Current 
attention is being given to the effects of caring for elderly 
relatives on the work performance of employed caregivers (Enright and 
Fri ss, 1987}. 
Some studies have indicated that caregivers of functionally 
impaired adults are actually "hidden patients" whose own needs for 
support and training should be considered at the outset of planning 
for the patient•s care (Fengler and Goodrich, 1979}. However, very few 
,----------- ---- --
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longitudinal studies are available which provide infonnation about 
factors associated with adaptation to caregiving over time. 
Longitudinal studies are needed which consistently measure caregiver 
and care-recipient characteristics over a period of several years. 
Data from such longitudinal studies would contribute valuable 
infonnation for use in long-tenn care policy development as well as 
for the planning of caregiver interventions and support programs. 
The study presented in this dissertation is a longitudinal 
caregiver study. It was designed to add a fourth wave of data 
collection to a longitudinal study which had examined the role of 
social networks and social support in the lives of stroke patients and 
their primary support person (caregiver) during the year following a 
first stroke (Schulz and Rau, 1984). The study reported in this 
dissertation is focused on data gathered from the caregivers only and 
not the persons with stroke. The design and data collection 
procedures of the original longitudinal study, along with major 
findings from the three waves of data collection contained in the 
original study, are presented in Chapter II. In addition to gathering 
data on psychosocial outcomes with instruments used in the first three 
interviews, the study reported in this dissertation included 
additional measures of strain, coping strategies, and perceived 
adjustment to the stroke. 
The impetus for selecting the topic of the long-term 
psychosocial impacts of caregiving on the primary support persons of 
stroke victims came from my experience as a research assistant on the 
original project. I had interviewed many respondents right after the 
:--------------·- -· 
4 
stroke, some at the 6 month point after the first interview, and 
others at the one-year follow-up interview. Many of the primary 
support persons seemed to be under high stress and they expressed 
feelings of isolation and despair at the one-year interview. This 
seemed to occur especially for the subjects who were caring for 
persons who continued to show residual stroke-related changes in 
personality/behavior characteristics. I had expected that the support 
persons would have adapted well to the stroke during the first year, 
and was intrigued by evidence that this was not necessarily the case. 
Therefore, I wanted to design a study which would investigate some of 
the specific issues in, experiences of, and responses to caregiving, 
and look at the psychosocial impacts of the stroke experience on the 
caregiver beyond the second year after the stroke. 
In order to study the relationship of caregiving and 
psychological well-being, and to develop a theoretical basis for the 
model presented in this dissertation, a literature review was 
undertaken to identify the important variables which could be tested 
as predictive of positive or negative outcomes, and those which could 
be predicted as mediating between the stresses of caregiving and the 
outcomes of depressive symptomatology and psychological well-being. 
The following literature review is divided into five sections. 
Patterns of family caregiving are discussed first, with some attention 
given to cross-national comparisons in family caregiving. Then a 
review of the literature on the specific characteristics of providing 
care for a person who has experienced a stroke is presented. The 
third section of the review examines the literature relating to 
=----------- ----- ---
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caregiver burden and stress; the fourth section discusses the 
buffering effect hypothesis as it relates to factors which mediate 
between stress and psychological well-being outcomes. The final 
section presents some important policy issues raised by family 
caregiving. 
The theoretical model which is based on the literature will be 
presented in Chapter III, and tested in the design and analysis which 
are described in the remaining chapters. 
FAMILY CAREGIVING 
Although articles continue to appear in the popular press which 
perpetuate the myth that Americans have abandoned their elderly 
members by placing ( 11warehousing 11 ) them in institutions (Szulc, 1988) 
empirical evidence indicates that families are actually caring for 
functionally disabled members at least as much or even more than ever 
before (Shanas, 1979; Stone, 1987; Stephens and Christianson, 1986). 
The involvement of families in providing support and care for impaired 
elderly has been clearly documented in the literature (Shanas, 1979a, 
1979b; Brody, 1985; Stephens and Christianson, 1986). However, that 
care does not generally coma without emotional costs to the caregiver. 
Descriptive studies generally find high levels of strain among family 
caregivers (Cantor, 1980; Brody, 1981; Brody et al., 1986; Johns.on, 
1983), and the erosion of family emotional resources has been found 
to be a critical variable in the decision to~ institutionalize ·an 
impaired older person (Morycz, 1985; Zarit et al., 1986). 
6 
Caregivers provide care and support to elderly or disabled 
members in several different settings. In order to design caregiver 
programs to meet specific needs, it is important to know if there are 
significant differences for long-term caregiver outcomes between the 
settings in which care is most often provided. Many caregivers live 
with the person who needs the assistance. This type of caregiving is 
often defined as 'intrahousehold' caregiving, and has been found in 
some studies to have a greater negative effect on the caregiver than 
other types (Soldo and Myllyluoma, 1983; Stephens and Christianson, 
1986). 'Interhousehold' caregiving is the term given to situations in 
which the care-recipient lives in a separate household from the 
caregiver. A common type of interhousehold caregiving is that 
provided by an adult child who lives in her/his own home to a parent 
or parents who live in their own dwelling. Sometimes other relatives 
or even friends will be caregivers for an elderly person who lives 
alone. The third common setting for caregiving is that in which the 
care-recipient lives in a long-term care facility of some type such as 
an adult foster home, a congregate or assisted living setting, or a 
nursing home. Caregivers are often as much involved in a caregiving 
role after placement as before, and though they may be providing fewer 
instrumental tasks for the care-recipient there appears to be little 
relief from the experience of burden and emotional responsibility 
(Pratt, Wright, & Schmall, 1987; Zarit et al., 1986). 
The largest burden of caregiving generally falls to one 
individual, especially if that person 1 ives with the care-recipient 
(Soldo and Myllyluoma, 1983; Stephens and Christianson, 1986).· This 
:----------· ---- --· 
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finding is supported by the work of Johnson and Catalano (1983), who 
found in a longitudinal study of family supports to the impaired 
elderly that support is extended most often by one family member at 
any given time. Jones and Vetter (1984) found in their study of 256 
family caregivers in Wales that caring for a disabled elder does not 
involve a large network of informal or formal assistants, particularly 
if the caregiver lives with the care-recipient. 
Em pi rica 1 evidence is i nconc 1 us i ve about the ro 1 e which fami 1 y 
relationship plays in the psychosocial outcomes of caregiving. 
Studies which have compared the effects of caregiving on spouses 
versus adult children (Benedict, Lovett and Gallagher, 1986; 
VanWinkle, 1987) have found few significant differences in the effects 
of caregiving on levels of burden, morale, or depressive 
symptomatology. However, Benedict et al. (1987) report that adult 
children were significantly more likely than spouses to report a 
higher number of troublesome behaviors from the care-recipient, and a 
higher level of distress due to the care-recipient's troublesome 
behaviors. Van Winkle (1987) studied depressive symptomatology (using 
the Center for Epidemiological Studies Depression scale--CES-0) in a 
nonrandom sample of 31 spouses and 28 adult children of patients with 
dementia. Although the differences in the mean scores of the CES-0 
between spouses and adult children were not significant at the p<.05 
level, a higher percentage of both spouses and adult children who 
1 ive with the care-recipient and spouses who had placed the care-
recipient in a nursing home had higher prevalence rates of depressive 
symptomatology than is found in the general population. 
---------- ---- --
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Jones and Vetter (1984) found that thirty-six percent of their 
sample of 256 family caregivers scored as pathological (13%) or 
borderline pathological (23%) on a validated anxiety scale. In a 
comparison of spouses and daughters, the daughters were significantly 
higher in anxiety levels. However, spouses and daughters showed 
similar morbidity in measures of depression. Daughters also reported 
significantly more stress than spouses, with 17% of the daughters 
finding that looking after the dependent parent caused •a lot of 
stress • and another 14% indicating that they found their caregiving 
role to be •unbearable• (Jones and Vetter, 1984). 
Johnson and Catalano {1983) found that spouses were more likely 
than adult children to provide more comprehensive care over time·with 
a minimum of stress or ambivalence. Adult children, on the other hand, 
were more likely to turn to formal supports or seek the assistance of 
other family members. 
Cicirelli (1983) reports that adult children often mention 
feeling stressed even when they are providing little or no tangible 
help to an aging parent. In his study of the role of adult children 
in helping elderly parents (Cicirelli, 1981) it was found that 
personal strain and negative feelings were more strongly related to 
perceived parental dependency than to actual amount of help provided 
to parents. He postulates the operation of a construct of 11 filial 
anxiety .. in these situations, in that adult children experience 
anxiety when contemplating or anticipating the possibility of 
providing help to parents and worry about their own ability to deal 
with the impending burdens. They may feel a need to monitor their 
---------· ·--- -
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parents• well-being more carefully, creating increased worry, anxiety 
and stress. Filial anxiety was found to be related to perceptions of 
the parent as declining in mobility, cognitive functioning, and 
genera 1 soci a 1 adjustment but not to parenta 1 i 11 ness or amount of 
help given (Cicirelli, 1983). 
Studies have also examined gender differences in the impacts of 
the caregiving role (Zarit et al., 1986; Horowitz, 1985). Zarit et 
al. (1986) examined gender differences in spouses of dementia 
patients, and found that husbands experienced significantly less 
burden than wives at the first interview, but that the burden 
experienced by wives had significantly decreased by the follow-up 
interview two years later. No significant gender differences in 
burden were found between husbands and wives at the two year follow-
up. The authors postulate that the differences in burden scores may 
have been due to the husbands• ability to adopt an instrumental 
approach to daily problems at the beginning, but that the wives needed 
more time to develop emotional distance from the problems in order to 
adopt more instrumental coping strategies. In both cases, however, 
Zarit et al. (1986) note that the caregiver•s ability to tolerate 
problem behaviors increased as the patient•s disease progressed. 
A cross-sectional study by Horowitz (1985) examined gender 
differences in a sample of 131 adult children who had been identified 
as the primary caregiving relative of an elderly parent. In addition 
to examining differences in types and extent of assistance provided, 
the investigation looked at differences in perceptions of the social 
and emotional consequences of caregiving. Findings indicated that sons 
---------· --- --
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have less stressful caregiving experiences than daughters e~en though 
they are as likely to have a parent living with them as are daughters 
and are as 1 ikel y to provide emotional support, financial aid and 
linkage services as are the daughters. Although all the parents in 
Horowitz' (1985) study were utilizing some type of formal services, 
daughters were still more likely to be providing "hands-on" services 
to the parent than were sons. 
The availability and utilization of social support (especially 
the informal support system of family, friends, and neighbors) has 
long been thought to be associated with positive. outcomes for 
caregivers. Johnson and Catalano (1983) compared the difference 
between caregivers whose morale improved versus those whose morale 
remained stable or declined (all in conditions of decreased 
functioning of the care-recipient) and found that sixty-four percent 
of the caregivers whose morale had improved over a period of eight 
months were using some type of formal supports. Kessler and Mcleod 
(1985) suggest that the perceived availability of support is more 
important for caregiver well-being than actual use of support. Ward 
et al. (1987) report finding that having a reciprocal confiding 
relationship in one's social network was important for positive 
caregiver outcomes. George (1987) reports that the relationships 
between caregiver well-being and perceptions of the adequacy of social 
support are stronger than (and independent of) the relationships 
between objective levels of social support and carevgiver well-being. 
11 
Studies on specific experiences with life crises such as 
widowhood (e.g. Vachon et al. 1982a, 1982b) or unemplo.)fTient (Gore, 
1978) have found social support to be an important predictor of 
emotional adjustment. However, as noted by Kessler et al. (1985}, 
there is 1 i ttl e consensus on how to define successful adjustment. 
Adjustment may be thought to reflect mastery of the crisis situation, 
but on the other hand emotional distress may be the impetus for 
developing effective coping efforts. 
Gibson (1984}, in an extensive review of family caregiving from 
a cross-national perspective, states that research on family helping 
patterns in western nations, in the more traditional societies, and in 
Eastern European countries are very simi 1 ar. In a 11 countries many 
chronically ill and functionally impaired elderly are being cared for 
by family and friends. Evidence is strong that the elderly prefer to 
be cared for by family if they cannot do the tasks themselves. The 
major types of assistance provided by informal providers in most 
developed nations are personal care, homemaker services, and 
transportation (Gibson, 1984}. Evidence is lacking about family 
caregiver•s preference to be the major provider of assistance for the 
elderly, although some studies show that there is a feeling of 
obligation expressed by both spouses and adult children (Borgatta and 
Montgomery, 1987}. 
Two major issues in long-term care policy are eligibility for 
services and funding of those services. Although a few countries have 
included provision for caregiver respite and other community based 
services in systems of universal access (Gibson, 1984}, many developed 
---------- --- - -
12 
countries are struggling with the costs of community-based long-term 
care services (Gibson, 1984). 
THE EXPERIENCE OF CAREGIVERS OF PERSONS WITH STROKE 
Although stroke is the third leading cause of death in this 
country (following heart disease and cancer; National Center for 
Health Statistics, 1986), it is of primary interest in this study 
because it is also a leading cause of chronic functional disability 
(Dyken, 1987). Men have a greater risk of experiencing stroke than 
women (Dyken, 1987). More than 66% of persons with stroke from a 
national sample of community-residing stroke patients had residual 
chronic disabilities (Baum and Robins, 1981; Baum, 1982). Most 
persons with stroke-related disabilities will receive care at home 
from a spouse or other relatives (Ahlsio, Britton, Murray, Theorell, 
1984; DeJong and Branch, 1982; Holbrook, 1982). 
Persons who have experienced a stroke often have long-term 
residua 1 effects of severe communication di ffi cul ties and/or 
paralysis and loss of sensation on one side of the body. Stroke is 
generally accompanied by cognitive, behavioral, and/or personality 
changes {Binder, 1983; Lezak, 1978a; Stein, Hier, and Caplan, 1985). 
Anxiety, frustration, and depression are common emotional problems 
that remain with persons who have had a stroke 1 ong after di scha.rge 
from care (Binder, 1983). Other common problems are overdependence on 
others, impatience, irritability, impulsivity, poor social perception, 
perplexity, distractibility, and fatigue (Binder, 1983; Lezak, 1978b; 
Stein et al., 1985). Even mildly impaired stroke patients.will 
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experience long-term perplexity, distractibility, and fatigue (Lezak, 
1978b). 
Labi, Phillips, and Gresham (1980) analyzed social reintegration 
in a samp 1 e of 1 ong-term survivors of stroke, and found that even 
within the group of subjects who could walk independently and had not 
experienced any falls about half decreased their socialization outside 
the home after the stroke. Neither age, physical impairment, nor 
specific neurological defects were significantly associated with the 
decrease in socialization. Rau {1986) suggests that a possible 
explanation for these results could be what Hyman (1971) has 
identified as the 11Stigma of stroke 11 , defined as the belief 11 that 
others think less of them, avoid them, or feel uneasy with them 
because of their illness or disability .. (Hyman, 1971, p. 132). 
The subtle long-term residual effects mentioned above, as well 
as the more visible impairments of paralysis or aphasia (loss of 
speech) could be expected to have a strong negative impact on the 
well-being of the caregivers of persons who have experienced a 
stroke. 
Studies which have concentrated on the impact of stroke on 
caregivers and families of the person with stroke generally have found 
that psychosocial adjustments to the stroke are difficult for 
caregivers to make (Belcher, Clowers, and Cabanayan, 1978; Coh.en, 
1978; Holbrook, 1982; Coughlan and Humphrey, 1982). Caregivers often 
report personality changes in the person with stroke which include 
irritability, loss of self-control, decreased tolerance for 
frustration, impatience, self-centeredness and decreased initiative 
=----------- -·-- --
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(Cohen, 1978; Coughlan and Humphrey, 1982; Brocklehurst, Morris, 
Andrew, Richards, and Laycock, 1981). In a study of 284 caregivers of 
brain-impaired adults Enright and Friss (1987) report that caregivers 
of relatives who were either stroke victims or had a brain tumor 
reported higher levels of stress than caregivers of relatives 
suffering from dementia. 
Not only can caring for a person who has experienced stroke have 
a negative emotional impact on the caregiver, it often has negative 
impacts on the physical health of the caregiver as well. Brocklehurst 
et al. (1981) report that the health of 97 primary caregivers of new 
stroke patients deteriorated a great deal in the first year after the 
stroke. Reported deterioration of caregiver health tripled in the 
time between the first interview (approximately one month after the 
stroke) and the one year post-stroke interview. 
Studies with samples of stroke patient caregivers have found few 
significant relationships between the level of physical impairment or 
functional disability of the stroke patient and negative impacts on 
the caregivers (Kinsella and Duffy, 1979; Silliman, Fletcher, Earp, 
and Wagner, 1986). However, although Silliman et al~ (1986) found no 
significant relationship between the stroke patients• disability and 
declines in the caregivers• physical health, they did find a 
significant association between the functional capacity of the stroke 
patient and detrimental effects in the caregivers• emotional and 
social health. 
The site of lesion, i.e. the area in the brain which contains 
the tissue damaged by the stroke, is another subject of investigation 
---------- ---· -
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in studies concerned with the effects of stroke on both the patient 
and the caregiver. Left hemisphere strokes affect the speech and 
language functions of the brain and may cause moderate to severe 
aphasia (loss of speech and verbal functions). Left hemisphere· 
strokes may also result in moderate to severe paralysis of the right 
side of the body. Right hemisphere strokes affect the left side of 
the body, and may also affect the ability to recognize or verbalize 
emotion (Whitney, 1987). Strokes may also occur elsewhere, such as in 
the brain stem, on the brain's surface or in the spinal column. 
These strokes are extremely serious and often result in death or 
massive disability (Caplan, 1987). 
Although the evidence is not clear about the relationship of 
site of lesion to long-term impacts on the caregiver of the person 
with stroke, some investigators have found that caregivers are 
significantly more likely to report negative impacts on their lives if 
the person with stroke had experienced a right hemisphere stroke 
rather than other types of stroke (Coughlan and Humphrey, 1982). These 
effects may be due to the loss of emotional affect which often occurs 
with a right hemisphere stroke and which may prevent the stroke 
patient from responding to the caregiver in a reciprocally nurturing 
or supportive manner. 
Some studies have examined the role of interaction between .the 
person with stroke and the caregiver. Henley (1985) found that stroke 
patients were significantly more likely to have positive 
rehabilitation outcomes if they had a partner and Whitney (1987) 
suggests that the partner functions as a buffer between the negative 
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behavior/attitudes of the stroke patient and the rehabilitation 
process. A partner also provides motivation for increased activity. 
The negative behavior/attitude factor is important in the 1 ives of 
both the stroke patient and the caregiver, for it has been found to be 
one of the predictors of poor progno-sis for stroke recovery regardless 
of whether the observed behavior/attitude was present before the 
stroke or is a consequence of the stroke (Whitney, 1987). 
Silverstone and Horowitz (1987) compare the issues of caregiving 
for stroke patients versus caregiving for the chronically impaired or 
frail elderly, and indicate that there are several important 
differences. One of these is the sudden onset of stroke versus the 
gradual onset of other types of physical disabilities (such as 
arthritis or heart disease) or mental impairments (such as Alzheimer's 
disease). In gradual onset diseases the gradual increase in the frail 
elder's need for support may allow families to adapt slowly to the 
caregiving role. In contrast, the effects of stroke are usually 
presented suddenly and dramatically to the family, and a severe family 
crisis generally occurs when a relatively healthy and previously self-
sufficient family member becomes incapacitated in a very brief period 
of time. 
In addition, Silverstone and Horowitz (1987) point out that the 
prospective payment plan enacted by Medicare policy often leads. to 
discharge from the hospital before the end of the acute phase of the 
stroke, and may require that the family caregivers be able to assist 
with providing skilled care as well as rehabilitative care to the 
stroke patient. 
::----------------
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Two other differences between caring for a stroke patient and 
other types of chronically ill or frail elderly lie in 1) the 
potential for recovery from stroke and 2) the communication and 
emotional problems that are peculiar to stroke. Most other types of 
chronic illness or frailty can at best be expected to stabilize and 
are more likely to have a prognosis of gradual decline in functioning. 
Stroke patients can recover from the effects of th~ stroke. Knowing 
that there is a possibility of recovery but not seeing much recovery 
over time can 1 ead to pessimism by both the stroke patient and the 
caregivers about the value of rehabilitation. On the other hand, it 
·can also lead to romantic notions about the potential for recovery and 
to the expectation that rehabilitation should lead to complete 
recovery (Silverstone and Horowitz, 1987). Caregivers may blame the 
stroke patient for 11 not trying harder11 to do things for him/herself. 
The stroke patient's communication difficulties and emotional problems 
can cause confusion and frustration for family members and have been 
found to be a prime source of stress for caregivers. In addition to 
not knowing how to communicate their own emotional support to the 
person with stroke, caregivers are deprived of the emotional support 
previously received from the stroke patient (Silverstone and Horowitz, 
1987). 
CAREGIVER STRESS, BURDEN, DEPRESSIVE SYMPTOMATOLOGY, 
AND PSYCHOLOGICAL WELL-BEING 
As we have seen, the literature on family caregiving points to 
consistent findings of stress, strain, and burden among family 
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caregivers {Cantor, 1980; Brody, 1981; Brody et al., 1986; Johnson, 
1983). Caregiving stresses have been found to be significantly 
associated with high depressive symptomatology {Van Winkle, 1987) and 
clinical depression {Jones and Vetter, 1984). Cappel, Burton, Becker, 
and Fiore {1985) report that 87% of their sample of 68 caregivers for 
Alzheimer•s victims were either currently depressed or had met 
criteria for depression at some point during the caregiving process. 
Gallagher, Wrabetz, Lovett, Del Maestro, & Rose (in press) found that 
between 40 and 50 percent of their sample of 115 caregivers of frail 
elders were currently clinically depressed. Untreated depression does 
not remit solely with the passage of time (Thompson, Gallagher, and 
Breckenridge, 1987; Lehman, Wortman, & Adams, 1987). Identification of 
caregivers who are at risk for depression is therefore an important 
function of research on the 1 ong-term psychosocial impacts of 
caregiving. 
THE BUFFERING HYPOTHESIS: 
COPING AND SOCIAL SUPPORT AS MEDIATORS OF STRESS 
The buffering hypothesis (Thoits, 1982) suggests that certain 
factors may mediate between the effects of a stressful life event and 
negative psychosocial outcomes. Among the important factors thought 
to act as mediators under conditions of high stress are coping 
strategies and social support. Folkman and Lazarus (1988) understand 
the relationship between emotion and coping in stressful encounters as 
being bi-directional, with each application of a coping strategy 
directly affecting the emotional response and vice versa. When a 
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person appraises a situation as stressful or non-stressful both the 
appraisal and its attendant emotions influence the coping processes. 
The selected coping strategy will in turn change the person-
environment relationship. Then the altered condition is reappraised, 
leading to a change in the emotion. Within that dynamic context 
coping is seen as a mediator of the emotion response. 
The relationship between coping and responsiveness to life 
stress has been studied in a variety of ways and with varied results. 
Kessler, Price, & Wortman (1985), in a review of the coping 
literature, conclude that little progress has yet been made in 
developing objective, reliable, and valid ways of capturing the coping 
process. 
The studies which have examined the role of coping strategies in 
facilitating adjustment to specific life crises such as loss of a 
child {Videka-Sherman 1982), rape (Burgess and Holmstrom 1979), or 
divorce (Berman and Turk 1981) indicate that coping processes may 
play at least a modest role in ameliorating the impact of life 
stressors (Kessler et al., 1985). 
Among the coping strategies employed by victims of life crises, 
turning to professionals for help is rare. Veroff et al. (1981) found 
that victims of life crises are much more likely to turn to informal 
support systems, such as family, friends, and neighbors than. to 
professionals. Coping and social support intersect conceptually, and 
Thoits (1983) suggests that social support may actually be 
conceptualized as "coping assistance". 
::------------~- -
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In a study which compared the effects of coping on the emotional 
responses of young adults (mean age = 40.0) and older adults (mean 
age = 68.6) Folkman and Lazarus (1988) found some notable differences 
between the age groups in the effects of coping on emotion. One of 
these effects was that positive reappraisal (a cognitive process of 
seeing some positive aspects of negative events) was associated with a 
decrease in distress and an increase in positive feeling in the 
younger group and with a worsened emotion state of more worry or fear 
in the older group. Seeking social support was associated with 
increased positive emotions in the older group, but showed no 
association with positive emotions in the younger group. These 
differences have potential implications for the development of 
caregiver education and intervention strategies. 
Kessler and Mcleod (1985) conclude from a review of the 
literature on the stress-buffering effects of social support that 
evidence indicates that two types of social support were strongest in 
diminishing the impact of life stress on mental distress. These were 
identified as 1) emotional support and 2) the perception of access to 
broad-based support that could be mobilized if needed as opposed to 
actual amounts of support received. 
FAMILY CAREGIVING: POLICY IMPLICATIONS 
Studies which have attempted to determine policy-relevant 
information about the effects of caregiving on the long-term health 
and well-being of family caregivers include those of Morycz (1985), 
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Poulshock and Deimling (1984), Zarit et al. (1986), George and Gwyther 
(1986), Sol do and Myllyl uoma (1985) and Pratt, Wright and Schmall 
(1987). 
Understanding the effects of caregiving on an individual •s 
mental and physical health provides information for social service 
planning and delivery (Lowy, 1983; Hooyman and Gonyea, 1985) and for 
the planning and implementation of preventive programs oriented toward 
maintaining caregivers• health and well-being. Pratt et al. (1987) 
found that caregiver burden was related to several coping strategies. 
Acquiring support from the extended family was associated with lower 
levels of burden for caregivers of community-dwelling Alzheimer•s 
patients. Because studies show that caregivers often have difficulty 
identifying the needs that others might be able to meet, and in 
identifying and utilizing other family members as sources of support 
(Springer and Brubaker, 1984), Pratt et al. (1987) suggest that 
professionals cannot assume that caregivers can effectively identify 
and utilize family resources without developing skills in this area. 
Pratt et al. (1987) feel that education, support groups, and service 
programs should provide opportunities for building skills in this 
area, and should reach beyond the primary caregiver to educate other 
family members about the needs of both caregivers and patients. 
Support for family caregivers has become part of social and 
healthcare policy in several countries. Support services which are 
emphasized in the Scandinavian countries and the United Kingdom are 
day care, congregate housing, rehabilitation, respite, and preventive 
or health promotion services (USGPO, 1984). Although those services 
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are also available in the United States~ more liberal eligibility in 
the United Kingdom and Scandinavia makes them much more accessible in 
those countries (USGPO, 1984). 
SUMMARY 
There is ample documentation to indicate that being a family 
caregiver for impaired or elderly persons is often detrimental to the 
health and well-being of the caregiver. Analysis of numerous cross-
sectional studies indicate that the levels of burden, stress and other 
negative outcomes of caregiving such as depression do not necessarily 
diminish or disappear over time. In addition, studies have generally 
shown that there are characteristics of the caregiver him/herself and 
of the caregiving situation which may be more directly related to 
negative caregiver outcomes than the functional impairments of the 
care-recipient. 
As indicated in the literature review, many caregiver studies 
are cross-sectional and include a heterogeneous group of caregivers in 
their samples. These limitations prevent an analysis of the impacts 
of caregiving over time and they also do not allow for an 
understanding of disease-specific or situation-specific associations 
with negative caregiver outcomes. 
The study presented in this dissertation has a longitudfnal 
design and the sample-selection criteria included only persons who 
were caregivers for community-dwelling persons experiencing a first 
stroke. Stroke patients who had other life-threatening or progressive 
illnesses prior to the stroke were not included in this study. The 
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homogeneity of this sample as caregivers of a specific disease 
measured from onset, coupled with the longitudinal design, will 
contribute to an understanding of the specific issues and impacts of 
caring for persons disabled by stroke. 
The following chapter describes the original study on which the 
fourth follow-up interview was based, and presents the major findings 
which have been reported from the original three waves of data 
collection. 
,.---------~ -~~-- -
CHAPTER II 
DESIGN, METHODOLOGY, AND RESULTS OF DATA FROM THE ORIGINAL STUDY 
The study presented in this dissertation is a fourth wave of 
data co 11 ecti on with the primary support persons (caregivers) of 
stroke patients who participated in a panel survey entitled "A 
Longitudinal Study of the Psychosocial Impact of Stroke on Patients 
and Support Persons" (Schulz and Rau, 1984). The original study 
included three waves of data collection. 
The following sections describe the sampling and data collection 
procedures for the original study, and the published results from 
analysis of caregiver data from Tl, T2, and T3. These sections are 
presented in order to provide the foundation for developing the 
conceptual framework, research questions, and hypotheses for the T4 
study which is the focus of this dissertation. 
DESIGN OF THE ORIGINAL STUDY 
The study was designed as a longitudinal survey of persons who 
had recently- experienced a first stroke and their primary support 
persons. There were three waves of data collection: the first (Tl) 
occurred from 3 to 10 weeks (Mean = 6.7 weeks) after the stroke, the 
second (T2) occurred 6 months after the first interview, and the third 
(T3) occurred 6 months after T2. 
,----------- -- -. 
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Structured in-person interviews of 1 1/2 to 2 hours each were 
used to gather data from the primary support person and from the 
stroke patient if he/she caul d communicate well enough. The survey 
instrument was designed to include the collection of data about 
demographic and health variables, social support, stroke-related 
factors and psychological well-being. Most of the interviews were 
conducted in subjects• homes by several trained interviewers including 
the author. 
SAMPLING PROCEDURE 
One hundred sixty-two dyads of stroke patients and their 
caregivers (who were referred to as primary support persons throughout 
the original study) participated in the first wave of data collection. 
Referrals of potential subjects were made by staff at nine different 
hospitals in the Portland, Oregon and Pittsburgh, Pennsylvania areas. 
The primary support persons were identified by the stroke patients as 
persons who either had been or would be primarily responsible for 
their care after the stroke. Criteria for the inclusion of the 
primary support person in the study were: 
1) the subject was identified by the stroke patient as being his 
or her primary support person, 
2) the subject was available for in-person interviews and was 
willing to participate in the study, 
3) the stroke patient was also willing to participate in the 
study. 
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Since variables related to the stroke patient are included in 
the model of caregiver outcomes in this dissertation, it is also 
important to note the criteria for inclusion of the stroke patients in 
the study. These were: 
1) medical evidence of a first completed stroke, 
2) no evidence of co-existing terminal illness or other 
rapidly progressive medical condition, 
3) occurrence of the stroke within three to ten weeks of the 
initial contact, 
4) community dwelling status prior to onset of the stroke, 
5) availability of a primary support person who was also 
willing to participate in the study, 
6) willingness of the stroke patient to participate in the study 
if cognitively and verbally able to do so. 
The sampling protocol for the first three waves of the study was 
to include both stroke patient and primary support person at each wave 
of data collection. A modified form of the interview was completed by 
the primary support person on behalf of the stroke patient if he/she 
was not cognitively or verbally able to participate. If the stroke 
patient died during the time of the study, the primary support person 
was interviewed (if willing) only at the next wave of data collection. 
Therefore, in cases where the stroke patient died between the first 
and second waves of data collection, caregiver data would have been 
collected only at T2 and not again at T3. 
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Representativeness of the sample and generalizability of findings 
The sample generated for Tl is a non-probability sample. As 
mentioned above, careful attempts were made to define eligibility 
requirements so that findings over time could be attributed as much as 
possible to the effects of a ~ocumented first stroke, without being 
confounded by the presence of pre-existing 1 ife-threatening medical 
conditions or lack of clear definition of the nature of the stroke 
itself. 
The findings from this study will have to be interpreted with 
caution because of the non-random selection of the sample. However, 
the strict adherence to eligibility requirements for participants 
enables us to be as confident as possible that the findings are 
reliably based on the experience of stroke and can therefore 
contribute to theory-building, future research, and policy 
development. 
Of the 162 stroke-patient/primary-support-person dyads who 
participated in the first wave of data collection, 140 participated in 
the second wave of interviews. One hundred twenty eight dyads 
completed all three interviews of the original study. 
CHARACTERISTICS OF THE ORIGINAL STUDY SAMPLE 
The following data are reported by Schulz, Tompkins, and ·Rau 
(1988) in their longitudinal analysis of primary support person data 
from T1 and T2, and by Tompkins, Schulz, and Rau (1988) in the 
analysis of data across the Tl, T2, and T3 waves of data collection. 
c----------- ---- -
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The primary support persons were mainly white (86%) and female 
(78%), ranging in age from 16 to 89 years (Mean = 56 years). Eighty 
percent were either married or living as married; though not 
necessarily to the stroke patient, for an average-of 27 years. Fifty-
one percent were spouses of the stroke patients, 24% were chi 1 dren, 
and the remainder were primarily other relatives. Modal income for 
the support persons was between $30,000 and $39,000. Thirty-seven 
percent had graduated from high school and an additional 18% had 
completed some college. Twenty-nine percent were working full time, 
14% part-time, and 25% were retired at the time of the stroke. 
The stroke patients themselves mere mostly white (86%), male 
(58%), and older than the primary support persons (Mean = 67 years of 
age). The stroke patients• modal income at the time of the stroke was 
considerably lower than that of the primary support persons (between 
$5,000 and $9,999). One-half of the stroke patients were retired at 
the time of the stroke, but almost one quarter (24%) had been working 
full-time prior to the stroke. 
Hospital discharge records received after the first interview 
documented that 52% of the stroke lesions had occurred in the left 
hemisphere, 36% in the right hemisphere, and 10% in the brainstem. 
Average functional disability for carrying out activities of daily 
1 iving (ADLs), as quantified by the Barthel Index (Mahoney and 
Barthel, 1965) was reported as being relatively mild at the first 
interview. On the Barthel Index the maximum score of 100 indicates 
functional independence. As measured at T1, the average of the 
Barthel scores was 82. Thirty-two percent of the stroke-patient 
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sample was not cognitively or verbally able to respond to the 
questions and proxy interviews were conducted with the primary 
support person for this segment of the stroke-patient sample. 
PREDICTORS OF DEPRESSION AT T1 AND T2 
Schulz, Tompkins, and Rau (1988) report that being married to 
the stroke patient, concern about being able to care for the stroke 
patient in the Juture, and the objective severity of the stroke as 
measured by the Barthel Index were significant predictors of 
depression at T1. Neither demographic factors nor dimensions of 
social support significantly predicted depression at T1. 
At T2 (seven to nine months post-stroke) the demographic 
variables of income, age, and health status were all significantly 
related to depression in the primary support person. Those subjects 
who were older, had better health and had higher incomes were less 
depressed than either younger subjects or those with lower incomes or 
poorer health. After contro 11 i ng for those factors Schu 1 z et a 1 • 
(1988) report that the support person's direct rating of increases in 
the stroke patient's negative personality/behavior characteristics 
since the stroke was the primary variable associated with depression. 
Being married to the patient and concerns for future care of the 
stroke patient were not significant in predicting support person 
depression at T2. 
---------- ----- -
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PREDICTORS OF CAREGIVER BURDEN AT T2 
A Caregiver Burden Scale, developed by Zarit {1980) and modified 
for use with caregivers of stroke patients by Rau {1986) was added at 
T2 and used in all subsequent interviews. Age was the only control 
variable associated with perceived burden at T2, with older subjects 
feeling less burdened. Among the stroke-related variables, perceived 
severity of the stroke and concern for future care of the stroke 
patient (neither of which were significantly associated with T2 
depression) were significant predictors of burden for the primary 
support person. In addition, caregivers who expressed less 
satisfaction with the amount of social contact they had with other 
people, and reported a greater decrease in the stroke patient's 
positive personality characteristics felt more burdened. 
CHANGE IN DEPRESSION SCORES BETWEEN Tl AND T2 
Schulz et al. (1988) report that although the mean scores on the 
depression scale did not change from Tl to T2, the scores of certain 
individuals changed considerably. Regression analysis of changes in 
depression with changes in predictor variables indicated that higher 
incomes were associated with decreasing depression (and vice versa) 
and that declines in reciprocal confiding relationships and. in 
satisfaction with amount of social contacts were significant in 
predicting increased depression. Similarly, increases in reciprocal 
confiding relationships and satisfaction with the amount of social 
contact were associated with decreased depression. 
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PREDICTORS OF DEPRESSION AT T3 
Tompkins, Schulz, and Rau (1988) report findings from a 
discriminant function analysis of T3 data. This analytical procedure 
was used in order to derive a means of classifying the support persons 
into optimal and less than optimal psychosocial outcome groups as 
defined by the depression scores. Based on the findings from T2 the 
significant demographic variables, stroke-related variables, social 
support variables, and Tl levels of depression and psychological well-
being were entered into the analysis. The primary predictor of 
depression at T3 was depression level at Tl. In addition, subjects 
most at risk for depression were more likely to be married to the 
patient than not, to name fewer people in their social networks, to 
have 1 ower positive well-being scores at T1, and to be caring for 
younger stroke partners who had been more functionally impaired 
immediately after the stroke. Tompkins et al. (1988) suggest that 
although the functional disability of the stroke patient was less at 
T3 than at T1, the extent of personality and behavior change at T3 was 
related to T1 initial functional disability for all subjects. The 
authors suggest that measurement of residual personality/behavior 
characteristics may be an important measurement of stroke severity 
over time. Lack of adequate recovery from this dimension of str.oke 
has significant effects on the long-term adjustment and psychological 
well-being of the primary support person. 
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32 
SUMMARY 
From analysis of the data gathered at specific intervals during 
the year following a documented first stroke, it is clear that primary 
support persons (caregivers) of the stroke patients are at risk for 
negative psychological effects which may impair their own long-term 
well-being. It was just this phenomenon that the author sensed while 
conducting T3 interviews with about a dozen of the caregiver subjects, 
and which led to the interest in doing a T4 wave of data collection. 
The following chapter describes the research questions of particular 
interest at T4, defines hypotheses to be tested which are derived both 
from the 1 iterature and the analyses of the original three waves of 
data, and presents the conceptual framework on which the analysis for 
this dissertation is based. 
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CHAPTER III 
CONCEPTUAL FRAMEWORK FOR THE T4 STUDY 
INTRODUCTION 
Although the occurrence of a stroke is a crisis event for both 
the person with stroke and the primary support person, the long-term 
adjustment for the caregiver may involve adjustment to a new role as 
11 caregiver 11 as well as adjustment to the crisis event itself. As we 
have seen from the 1 iterature, the residua 1 effects of stroke are 
physical, neurological, psychological, and social. Unless the stroke 
is very mild, most of the effects will be long-lasting, though not 
necessarily noticeable to anyone except those family members and 
friends who are in close, regular contact with the person who has had 
the stroke. The stroke creates a chronic health condition for the 
person who has had it; it also creates a new living condition for the 
caregiver of that person. The occurrence of a debilitating stroke 
creates a new situation which requires continued response and 
adjustment for both the patient and the caregiver. Since medical 
attention and physical rehabilitation for stroke patients is generally 
limited to a six month period {Kaufman and Becker, 1986), most long-
term adjustment to stroke is accomplished by the stroke patients and 
~--------- ----- - . 
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the caregivers themselves with little professional guidance or 
support. 
The purpose of the T4 study reported in this dissertation is to 
examine the psychosocial effects of providing care and support for a 
person with stroke beyond the first year after the stroke. Because 
the Tl data were gathered over a period of almost two years, the T4 
data collection encompasses the period from two to almost four y~ars 
post-stroke. In addition to providing the opportunity to assess the 
development of coping strategies and the experience of adjustment, the 
T4 study provides a unique opportunity to investigate long-term 
outcomes in relation to the initial levels of depressive 
symptomatology and psychological well-being. 
The following sections present the model on which the analysis 
is based, the research questions of interest at T4, and the 
hypotheses to be tested in this study. 
THE MODEL FOR THE T4 STUDY 
The model being tested in this study (Figure 1) is based on one 
developed by House (1974, 1981), George (1980), and Schulz, Tompkins, 
Wood and Decker (1987). Originally developed by House (1974) as a 
paradigm for stress research, it was adapted by George (1980) to show 
the process of transition to the roles of late life. Schulz et al. 
(1987) developed it as a support person coping model. 
The objective occurrence of a loved one's stroke is the stressor 
in this model. Certain specific variables related to the stroke are 
Characteristics or the Stroke Victim 
Conducive to Caregiver Stress 
Site oflesion 
Time since onset 
Severity of stroke (index) 
• perceived severity 
• communication impairments 
• additional strokes 
• level of disability 
• personality/behavior changes 
General health status 
Conditioning Variables 
(characteristics of the individual caregiver) 
Age, gender, income 
Relationship to stroke victim 
Lives with stroke victim 
Perceived availability of social support 
Satisfaction with amount and quality of social contact 
Reciprocal confiding relationship in social network 
-*- _ .. 
I 
I 
I 
I 
I 
• 
r I 
Perceived Stress 
Perception of burden 
Physical strain 
Emotional strain 
Financial strain 
.. 
• 
Behavioral 
Responses to Stress 
Adjustment 
Perception of self as caregiver 
Development of coping skills 
~ 
• • 
I rJ"t-. 
Well-being Outcomes 
Depressive symptomatology 
Positive well-being 
Negative well-being 
f 
Figure 1. Support Person Coping Model after House (1974), George (1980), 
and Schulz et al. (1987). 
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expected to have direct effects on stress, strain, and burden as 
experienced by the caregiver, as well as direct effects on the 
outcomes of depressive symptomatology, positive well-being, and 
negative well-being. These stroke-related variables include site of 
lesion (i.e. right cerebral hemisphere, left cerebral hemisphere, 
brain stem, or some other location such as the spinal cord), the 
amount of time since onset of the stroke, the severity of the stroke 
and level of disability of the person with stroke, the occurrence of 
additional strokes since T1, and personality/behavior changes in the 
person with stroke. In addition to stroke-related variables, the 
general health s:tatus of the person with stroke will also be related 
to caregiver stress and well-being. 
Certain characteristics of the caregiver are directly related to 
the caregiver•s experience of stress and burden as well as to the 
outcome variables of depressive symptomatology, positive well-being 
and negative well-being. These characteristics include gender, age, 
income, relationship to the person with stroke (e.g. spouse, adult 
child, or other relative or friend), and the condition of living with 
the person with stroke versus living apart from him/her. 
There is evidence that aspects of the caregiver•s social support 
system will also have a direct effect on the experience of stress and 
burden and the levels of depressive s}mptomatology and positive or 
negative well-being. These include the perceived availability of 
support, as opposed to actua 1 use of support (Kess 1 er and Mcleod, 
1985; Ward, Sherman and LaGory, 1984); satisfaction with the amount of 
social contact and with the quality of social contact (Ward et al., 
---------- ---- --
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1984; Williams, 1985; Schulz, Tompkins, Wood, and Decker, 1987), and 
the presence of at least one reciprocal confiding relationship in the 
caregiver•s social network (Cohen and Wills, 1985). In addition to 
having direct effects on stress, burden, and psychological outcomes, 
these characteristics of the caregiver will also affect the coping 
processes used and the adjustment made to the stroke. 
The social support variables which are included in 
characteristics of the caregiver are seen as potential mediators 
between the conditions of high stress and the outcomes of negative 
well-being. As such they serve a "buffering" role, and cause decline 
in negative outcomes in conditions of high stress. Other variables in 
this model which are seen to have buffering effects as well as main 
effects are the use of coping strategies and general adjustment to the 
stroke. 
RESEARCH QUESTIONS ADDRESSED BY THIS STUDY 
The fifteen research questions asked in this study address six 
specific areas of interest. The first area involves a comparison of 
the subjects who are still in a caregiving role with those for whom 
the person with stroke has died. What differences exist in the scores 
of the psychosocial outcome of depressive symptomatology, positive 
well-being and negative well-being between these two groups? Are 
respondents who are no longer in the caregiving role because of the 
death of the person with stroke better off than those who are still 
caregivers? 
:-------------·- -·--
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The second a rea of interest re 1 a tes to aspects of the stroke 
which affect the caregiver. What types of support and help do the 
subjects provide for the person with stroke? How much of this was 
specifically generated by the stroke? Are there specific long-term 
personality/behavior changes in the person with stroke which lead to 
high levels of perceived burden or result in high depressive symptoms 
over time? Is site of lesion a significant factor in caregiver 
outcomes? What aspects of the stroke are related to the caregiver• s 
long-term adjustment to the stroke? 
The third area of interest is in the correlates of long-term 
outcomes of depressive symptomatology, positive well-being and 
negative well-being. What variables at T4 are significantly related 
to these psychosocial outcomes? What variables could be identified as 
predictors of depressive symptomatology at T4? 
The fourth area of interest is in knowing if the primary support 
persons see themselves as "caregivers". There is much discussion in 
the field about whether or not persons who provide care for a disabled 
spouse, relative, or friend consider themselves to be "caregivers" or 
whether they interpret their involvement as reciprocal 
giving/receiving. Especially among married couples, the care "giver" 
may feel that he/she is simply living out the promises of the marriage 
vows and not doing anything special at all. Others consider that 
emphasis on the role of "caregiver11 places the care recipient at a 
psychological disadvantage, and that such language can have a negative 
impact on the care recipient and perhaps also on the relationship. 
Since these observations are interesting and as yet anecdotal, a 
------------------
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question asking respondents whether or not they do perceive themselves 
as caregivers was included in the study. The following research 
questions relate to this area: What percentage of the subjects 
perceive themselves as caregivers? Does this perception relate to 
adjustment to the stroke, to the experience of burden, or to the well-
being outcomes? 
The fifth area of interest is in examining the role which 
adjustment plays in the experience of strain and burden, and its 
relationship to the long-term psychosocial outcomes. Are there 
differences in the long-term outcomes between those respondents who 
feel that they have adjl!sted well and those who have not? What do 
respondents perceive as elements which contribute to adjustment to the 
stroke? 
Finally, we want to know the effects of passage of time on 
caregiver outcomes and their experience of burden. Are there 
significant differences in the psychosocial outcomes or perception of 
burden between each point of data collection? Do negative 
personality/behavior changes in the person with stroke or specific 
elements of caregiver burden persist over time? Do some specific 
elements of stroke-related persona 1 i ty/behavior change or perceived 
caregiver burden improve (or dec 1 i ne) over time? Know 1 edge about 
these changes would be very helpful for understanding some of the 
components of long-term negative outcomes for the caregivers and 
pro vi de u s e f u 1 i n form at i on for the p 1 ann i n g of care g i v e r 
interventions. 
----------- ------ --
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HYPOTHESES TO BE TESTED 
Based on the literature presented in Chapter I and on the 
analyses of the sample at Tl, T2, and T3 which were presented in 
Chapter I I, severa 1 hypotheses regarding the 1 ong-tenn outcomes of 
caregiving for a person with stroke will be tested in the analyses of 
T4 data. 
I. It is predicted that caregivers who 1 ive with the person 
with stroke will exhibit higher depressive symptomatology, higher 
negative well-being, and lower positive well-being than those who live 
in different households. 
II. It is predicted that the long-term severity of the stroke, 
measured by an index which includes the amount of assistance needed by 
the stroke patient, the negative personality/behavior changes which 
have occurred as a result of the stroke, and the stroke patient's 
ability to communicate with the caregiver, will be significantly 
related to well-being outcomes. Specifically, moderate to high stroke 
severity at T4 will result in high perceived stress, high depressive 
symptomatology and negative well-being, and low positive well-being. 
III. It is predicted that perceived stress, which includes 
measures of strain and burden, will be positively related to 
depressive symptomatology and negative well-being, and negatively 
related to positive well-being. 
IV. It is predicted that two sets of independent variables will 
have buffering effects between perceived stress and the outcome 
measures. These are a) social support and b) responses to stress. 
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A. Under conditions of high perceived stress, caregivers 
who are satisfied with the amount and quality of their social 
contacts, who have at least one reciprocal confiding 
relationship in their social network, or who perceive that they 
have instrumental assistance from their social support system 
available if they need it will be less depressed and exhibit 
higher positive well-being than those who do not. 
B. Under conditions of high stress, caregivers who have 
developed coping strategies to deal with the stroke will have 
significantly lower depressive symptomatology and negative well-
being, and higher positive well-being than caregivers who do 
not. 
The methodology used to gather data at T4 and to perform the 
analyses in this study are presented in Chapter IV. 
,.------------- --- -
CHAPTER IV 
METHODOLOGY 
The study presented in this dissertation is a Time 4 (T4) 
follow-up study conducted with the primary support persons 
(caregivers) of stroke patients who participated in a panel survey 
entitled "A Longitudinal Study of the Psychosocial Impact of Stroke on 
Patients and Support Persons (Schulz and Rau, 1984). A description of 
the original study and the major findings from its three waves of data 
collection are presented in Chapter II. 
The following sections describe the sampling and data collection 
procedures, the operational definitions of the variables measured, and 
the procedures used for data analysis at T4. 
THE SAMPLE 
The sample for the study described in this dissertation was 
drawn from the caregivers who participated in the Schulz and Rau 
(1984) study described above. A full description of the sampling 
procedure used at T1 and a demographic description of the T1 sample of 
caregivers is presented in Chapter II. 
Sampling procedure at T4 
The interest at T4 was in looking at the long-term aspects of 
caregiving, and also in noting comparisons between respondents who 
were no longer caring for the stroke patient and those who were. In 
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order to investigate this comparison~ respondents for T4 were drawn 
from the sample of all respondents in T1 (n=162) rather than just from 
those who had completed all three earlier interviews (n=128). 
A letter was sent to all respondents who had participated at T3 
plus those who had dropped from the study because of the death of the 
stroke patient (Appendix A). The total number of letters sent to 
potential respondents was 132. The letter described the intent of the 
follow-up study and mentioned that the interviewer would telephone the 
caregiver to answer ·any questions and to set an appointment for a 
subsequent telephone interview if the caregiver was willing to 
participate. 
At Time 1 a 1 etter of consent~ approved by the Human Subjects 
Research Review Committee~ had been signed by each of the respondents 
(Appendix B). An additional letter of consent was not requested at 
Time 4 since the interview was conducted over the telephone and could 
easily be refused or terminated by the caregiver at will. 
One hundred and fifteen persons were able to be located from the 
T1 sample. Of these, ninety-three participated in the T4 interview. 
This figure represents fifty-seven percent of the original sample and 
eighty-one percent of the respondents available at T4. Table I 
summarizes the reasons for non-participation at T4. 
DATA COLLECTION 
The first three waves of data collection were carried out 
between October 1983 and August 1986. The initial wave {T1) occurred 
from three to ten weeks after the documented first stroke (Mean = 6.7 
TABLE I 
REASONS FOR ATTRITION BETWEEN TIME 1 AND TIME 4 
Refused further participation at T2 or T3 
Not locatable 
Caregiver's health too poor to participate 
or to complete the interview 
Person with stroke too ill, caregiver occupied 
with care recipient 
Recent death of person with stroke 
Not available for interview during period of 
data collection 
Caregiver died between T3 and· T4 
Refused because care-recipient had 
died early in the study 
Refused: "no time", "person with stroke is 
doing fine" 
Total # non-participants in T4 
{43% of T1 sample) 
(Tl n=162) 
{T4 n=93) 
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30 
20 
3 
1 
3 
4 
3 
2 
3 
69 
weeks ). The second wave (T2) occurred six months later, and the third 
(T3) occurred six months after Time 2. 
The fourth wave of data collection {T4) was carried put 
between June 1987 and January 1988, occurring between 24 and 42 months 
after the first wave (Mean= 36.5 months, S.D = 7.5). The T4 
interview was conducted by telephone, a method used for other follow-
up studies of caregivers (Morycz, 1985). 
::----------· -- --
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The primary data collection tool for the first three waves was a 
structured in-person interview. This interview included several self-
report measures which were completed by the caregiver either at the 
time of the interview or were left with the caregiver to complete and 
mail to the interviewer. The primary data collection tool for the 
fourth wave was a structured telephone interview which was designed by 
the author (Appendix C). The self-report measures which had been 
administered in the first three waves were also used at T4. They were 
sent in the mail after the telephone interview was completed and were 
returned by mail to the interviewer. 
The in-person interviews for the first three waves were carried 
out by four experienced interviewers, inc 1 udi ng the author. The 
author also conducted eighty percent of the telephone interviews for 
the T4 study. The remainder of the T4 interviews were conducted by 
a researcher who had worked on the earlier study. Pre-tests of a 11 
interviews were carried out and close contact was kept between the 
interviewers to assure consistency at each wave of data collection. 
The data reported in this dissertation are from respondents who 
either participated in all four waves of data collection, or who 
participated through the death of the person with stroke and again at 
T4. 
VARIABLES - OPERATIONAL DEFINITIONS 
The data for the variables to be measured were gathered from 
four general sources. Two sources were the interview questions 
designed specifically for the first three waves of data collection and 
::----------- --~ ---
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the questions specifically designed for the fourth wave (Appendix C). 
All four interviews also utilized standardized instruments that had 
been frequently used and tested. Hospital discharge records provided 
data on the type of stroke and site of lesion. 
The variables in this study were divided into five general 
categories: characteristics of the caregiver, characteristics of the 
stroke and stroke patient which would potentially affect caregiver 
well-being, perceived stress, behavioral responses to stress, and 
outcome variables of caregiver well-being. Figure 2 shows the 
measurement of variables at each time period. 
Characteristics of the caregiver 
Age. Respondents gave their age at the time of each interview. 
Gender. Gender of the caregiver was observed by the interviewer 
at the time of the first interview. 
Income. Income was defined as total household income prior to 
the stroke. At the first interview respondents were asked to indicate 
their income category on a scale from (1) less than $5,000 to (9) more 
than $50,000. Because this variable was originally measured in uneven 
categories (increments of $4,999 up to $29,999 and then increments of 
$9,999 up to >$50,000) it was receded to midpoint for correlational 
and t-test analyses. Income at Tl was used for analysis with outcomes 
at T4 and also in a t-test to determine differences between 
respondents who had dropped from the study after Tl and those who had 
participated at T4. A direct measure of change in standard of living 
Var1ables Time 1 
(Time since onset) (2 mo.) 
Dependent 
Depressive 
symptomatology 
Negative well-being 
Positive well-being 
Independent 
Characteristics of 
Caregiver 
Rel. to stroke 
victim 
Live with stroke 
victim 
Satisfaction with 
amt. and quality 
of social support+ 
Reciprocal confiding 
relationship+ 
Avail. soc. supp.+ 
Stroke variables 
Site of les1on 
Disability 
Personality/ 
behavior changes 
Perceived severity 
Perceived Stress 
Perc. burden scale 
Physical strain 
Emotional strain 
Financial strain 
Responses to Stress+ 
Dev. coping skills 
Adjustment 
+ = also analyzed as 
intervening variables 
X 
X 
X 
X 
X 
X 
X 
X 
X 
X 
Time 2 
(8 mo.) 
X 
X 
X 
X 
X 
X 
X 
X 
X 
X 
X 
Time 3 Time 4 (14 mo.) (24-42 mo.) 
X 
X 
X 
X 
X 
X 
X 
X 
X 
X 
X 
X 
X 
X 
X 
X 
X 
X 
X 
X 
X 
X 
X 
X 
X 
X 
X 
X 
Figure 2. Measurement of variables at each time period. 
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{economically) was used at T2, T3, and T4. Respondents were asked if 
their standard of living had changed since the previous interview; if 
it had changed they were asked if it were now better (1) or worse (0). 
Subjective health status. Respondents were asked to rate their 
overall health at the present time as excellent (1) very good (2) good 
(3) fair (4) or poor {5). In addition, they were asked if their 
health is now better (1) the same (2) or worse (3) since the last 
interview. Both variables were later receded in the opposite 
direction so that •excellent• and 'better• were at the high end of the 
scale and 'poor• and •worse• were at the low end. 
Objective health status. Respondents were asked to name any 
chronic illnesses which they have at T4, and to indicate which of 
those (if any) had come about since the stroke. 
Relationship to stroke patient. Respondents indicated their 
relationship to the stroke patient at the first interview. Categories 
of relationship were (1) spouse {2) child {3) sibling (4) parent (5) 
in-law (6) niece/nephew {7) grandparent (8) aunt/uncle (9) grandchild 
(10) neighbor (11) work colleague (12) friend {13) spousal friend 
{14) other. This variable was receded in the analysis at T4 to (1) 
spouse, spousal friend (2) child (3) other, and also to (1) spouse 
and (2) non-spouse for comparative analyses with reported results from 
T2 and T3 analyses (Schulz et al., 1988; Tompkins et al., 1988). 
Lives with stroke patient. Respondents were asked where the 
stroke patient was living. Categories included (1) alone in own home, 
apartment, or mobile home (2) with caregiver (3) with other family 
member or companion (4) foster home or licensed care facility {5) 
:----------------- . 
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hospital (6) other. After initial analyses this variable was recoded 
into two categories: (0) stroke patient does not live with the 
caregiver and (1) stroke patient lives with the caregiver. 
Presence of reciprocal confiding relationship in social network. 
As in the earlier interviews, respondents were asked to name persons 
with whom they had talked about their own personal matters during the 
previous year. That question was followed by one in which they were 
asked to name persons who had talked with them about personal matters 
in the previous year. Names which appeared as answers to both 
questions were considered to be a "reciprocal confiding relationship". 
Correlational analyses were conducted with interval data (number of 
persons named as being reciprocal confidants) and also with 
dichotomous categories of presence (1) or absence (0) of reciprocal 
confidants. 
Perceived availability of instrumental social support. Following 
the questions in which respondents named the persons with whom they 
had confiding relationships, respondents were asked, "Are there people 
you would ask to assist you with transportation, chores, cooking, or 
who would provide occasional time off for you if you needed such 
help?" Respondents then gave the first name and relationship of each 
of these persons. The names were summed to indicate amount of 
perceived availability of instrumental support. 
Satisfaction with amount of social contact. Respondents were 
asked to indicate their satisfaction with the amount of social contact 
they have at the time of the interview on a five point scale ranging 
from (1) very dissatisfied to (5) very satisfied. 
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Satisfaction with the quality of social contact. Respondents 
were asked to indicate their satisfaction with the quality of social 
contact they have at the time of the interview on a five point scale 
ranging from {1) very dissatisfied to {5) very satisfied. 
Characteristics of the Stroke 
Site of lesion. The site of lesion refers to area of the brain 
or central nervous system affected by the stroke. Site of lesion 
classification in this study indicates that the stroke has occurred 
either in the left cerebral hemisphere, the right cerebral hemisphere, 
the brain stem, or elsewhere (e.g., the spinal cord). Data for this 
variable were taken from the hospital discharge records received at 
the time of the first interview. 
Time since onset. This variable was measured as number of 
months since the T1 interview, which occurred within 2 months {Mean = 
6.7 weeks) of the specific onset of the stroke. 
Severity of stroke. Several different measures were used to to 
measure severity of stroke. These were (1) the Barthel Index, a 
widely used index of functional independence in the activities of 
daily living (Mahoney and Barthel, 1965); (2) the perception of the 
extent. of the care-recipient•s physical problems; (3} the ability of 
the care-recipient to communicate with the caregiver and with other 
people; (4) the occurrence of additional strokes and (5) the extent of 
personality and behavior changes since the stroke. 
The Barthel Index assigns values of 0, 5, 10, or 15 to specific 
capabilities on each of ten activities of daily living (ADLs). 
---------· ---- -
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Examples of ADLs would be eating, dressing, toileting, mobility, etc. 
A maximum score of 100 is obtained when the person is completely 
independent. Respondents were asked to rate the person with stroke on 
the Barthel Index at all four times of data collection. The internal 
consistency of the T4 sample on the Barthel Index was high (a = .91}. 
The respondents• perception of the extent of the care-
recipient•s physical problems and need for assistance was measured on 
a five-point scale ranging from (1) no problem and (2) mild problem, 
needs little or no help to (5) very severe problem, needs help with 
almost everything. 
The ability of the person with stroke to communicate with the 
caregiver, as well as his/her ability to communicate with others, were 
both measured on a four-point scale, ranging from (1} speaks and is 
usually understood to (4} no communication. 
~ 
Additional strokes were measured by asking if the care-recipient 
had experienced more medically diagnosed strokes since the first one. 
Personality and behavior changes since the stroke were also 
considered to be a measure of stroke severity. These were measured by 
a scale of 19 items (6 positive and 13 negative) generally considered 
to be associated with stroke (Rau, 1986}. Respondents were asked if 
the stroke patient exhibited these characteristics more, less, or 
about the same as before the stroke. Scores were calculated as total 
number of increased negative behaviors, total number of increased 
positive behaviors, total number of decreased negative oehaviors, 
total number of decreased positive behaviors, and total number of 
behaviors which remained about the same. 
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An index of stroke severity to complement the Barthel Index of 
functional disability was formed by summing the z-scores of the the 
following items: perceptions of the care-recipients physical problems, 
ability of the care-recipient to communicate with the caregiver, and 
increased negative behaviors (which included both negative behaviors 
which had increased and positive ones which had decreased). The 
standardized alpha of internal consistency for this index was adequate 
(a= .66). 
General health status of the person with stroke. Respondents 
were asked to to indicate if the care recipient had any chronic 
illnesses other than the effects of the stroke, and also if the care 
recipient had been hospitalized in the past year (and why). 
Respondents were also asked to indicate if the health of the person 
with stroke was better {1), the same, (2) or worse (3) since the last 
interview. Health was subsequently receded in the opposite direction 
(better=3, worse=!) in order to clarify the direction of relationships 
in correlational analyses. 
Caregiver tasks related to the stroke. Respondents were asked to 
respond to a 1 i st of different types of assistance which people who 
have had strokes may need. They were asked to indicate if the person 
with stroke is able to do that task for him/herself, if the respondent 
does the task, and if family, friends, private pay assistant, or an 
agency helps with that task. In addition, respondents were asked to 
indicate the frequency with which each provider did each task. The 
list of tasks was: meal preparation, feeding, dressing, bathing, 
walking/help with mobility, transportation, shopping, household 
:----------- ------ -
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chores, house and yard maintenance, general supervision, visiting or 
keeping the person with stroke company, paying bills and doing 
correspondence, phone check-up, someone to stay with the person with 
stroke when respondent is gone, and 'other' (specify). Frequencies 
were: same as before stroke (0), several times a year (1) monthly (2) 
2-3 times a month (3) weekly (4) 2-4 times a week (5) 5-6 times a week 
(6) and daily (7). 
Perceived Stress 
Respondents were asked to indicate how much physical, 
emotional, and financial strain they have experienced overall in 
caring for the person who had a stroke. Each of these items was 
measured on a five-point scale (1) not at all to (5) quite a lot. 
Perceived burden was measured by Rau's (1986) adaptation of the 
Caregiver Burden Scale developed by Zarit et al. {1980). It is a 14-
item Likert-type scale which measures the perception that providing 
care for the person with stroke is interfering with such things as 
personal time, relationships with family and friends, social life, 
health, and other responsibilities. In addition, it taps dimensions of 
burden such as resentment that other family members are not as 
involved as they might be, feelings that the person with stroke is 
demanding more of the caregiver than is necessary, or feelings that 
the person with stroke does not appreciate what the caregiver is doing 
on his or her behalf. Each of the items is measured on a five-point 
scale of never (0) to almost always (4). Included in the scale are 
two items of positive experience in caregiving: feeling that one is 
:::----------------
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contributing to the stroke patient's well-being, and feeling useful in 
personal interactions with the stroke patient. These two items are 
coded in reverse order (never=4; always=O). The internal consistency 
for this scale at T4 was high (a= .88). 
Responses to Stress 
Development of Coping Skills. A modified version of the F-Copes 
scale (McCubbin, Larsen, and Olson, 1981) was used to measure coping 
skills, with each item measured on a three-point interval scale. 
Fifteen phrases describing various coping skills were given and 
respondents were asked to indicate if they used these (0) not at all 
(1). sometimes or (2) often. The 15 coping skills tapped several 
dimensions: (a) use of the informal support system (friends, 
relatives) for support and encouragement, (b) use of community 
resources (church, community agencies, support group) for support, or 
assistance, or advice, (c) use of health care professionals 
(physician, caregiver training courses) for advice or training, and 
(d) self-care (taking time to do things for self, having faith in God, 
using relaxation techniques or exercise). The questions were 
introduced in the following manner: 
"People respond to new roles in many different ways. I'd like 
you to indicate how much the following statements describe the thi.ngs 
you have done to adjust to the role of supporting (name of stroke 
patient) after the stroke. As I read the items, think about yourself 
and tell me how often you cope in these ways. The choices are 
sometimes, often, or not at all. 
~---------------- --- -
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'When I have faced problems or difficulties I have responded 
by (1) sharing my difficulties with relatives, (2) seeking support and 
encouragement from friends, (3) attending church services, (4) seeking 
information and advice from persons in other families who have faced 
the same or similar problems, (5) seeking advice from relatives (6) 
participating in church activities {7) seeking assistance from 
community agencies and programs designed to help families in our 
situation, (8) sharing concerns with close friends, (9) seeking advice 
from a minister, (10) making sure I have some time to do things just 
for myself (11) joining a caregiver support group, (12) having faith 
in God, (13) taking a caregiver training course, (14) seeking advice 
from our physician, (15) using relaxation techniques or exercise.• .. 
The alpha level of reliability of the coping strategies scale for this 
sample was moderate (a = .72). 
In addition, respondents were asked, 11 Are there other ways in 
which you have coped that were not on the 1 i st? 11 Verbatim responses 
were recorded. 
Perception of self as caregiver. Respondents were asked to 
indicate (yes/no) if they considered the care recipient as dependent 
on the caregiver 11 for care or support because of the stroke 11 • 
Respondents were then asked 11 00 you think of yourself as a caregiver 
for ?". Responses were coded into three categories: (O) no (1) 
sometimes (2) yes. In addition to analysis in these three categories, 
this variable was recoded and analyzed as a dichotomous variable (no, 
yes). 
--------------------
56 
Adjustment to stroke. Respondents were asked how well they felt 
they had adjusted to the stroke. Categories were (O) not at all (1) 
somewhat (2) pretty well (3) very well. 
Perceived adjustment of person with stroke to the stroke. 
Respondents were also asked how well they felt the care-recipient had 
adjusted to the stroke. Categories were (0) not at all (1) somewhat 
(2) pretty well and (3) very well. 
Outcome variables 
Two standardized instruments were used as outcome measures in 
this study: the Center for Epidemiological Studies Depression Scale 
(CES-D; Radloff, 1977) and the Index of Psychological Well-Being 
(IPWB; Berkman, 1971). 
Depressive Symptomatology. The Center for Epidemiological 
Studies Depression Scale (CES-D; Radloff, 1977) was constructed from 
other validated depression scales and was specifically designed for 
use with community samples. It has been used in many studies and has 
nonms for various age groups. It has been cited as particularly useful 
with older persons because it was designed to avoid placing too much 
emphasis on somatic symptoms which are frequently experienced by non-
depressed older persons (Williams, 1985). Although it is not a 
measure used to diagnose clinical depression as defined by the 
Diagnostic and Statistical Manual of Mental Disorders (DSM-111, 
American Psychiatric Association, 1980), Price (1987) notes that in a 
study validating the use of the CES-D with stroke patients all of the 
respondents who had scores of 16 and above (the cutoff for indicating 
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risk for clinical depression) on the CES-D had been diagnosed as 
clinically depressed. Radloff (1977) reports a coefficient of 
internal consistency of .85 for the CES-D. The Cronbach's alpha for 
internal consistency of the CES-D for this sample at T4 was high (a = 
.90). 
Index of Psychological Well-Being (IPWB). This index is an eight 
i tern se 1 f-report sea 1 e adapted by Berkman ( 1971) from the Bradburn 
Affect Balance Scale (Bradburn, 1969) to measure mental health in a 
general population. It consists of positive and negative feeling-
state items, and is designed to indicate the relative strength of the 
caregiver's positive and negative feelings. Separate scores are 
computed for positive well-being and negative well-being, and they may 
also be combined on a matrix to describe a balance score of 
psychological well-being. 
Because positive and negative well-being have been found to be 
independent constructs, especi a 11 y when frequency rather than 
intensity is measured (Diener, 1984} positive and negative well-being 
have been analyzed separately in this study. Internal consistency of 
the positive well-being scale at T4 was moderately high (a = .78), as 
was the reliability of the negative well-being scale (a = .80). 
DATA ANALYSIS PROCEDURES 
The statistical analyses described in this study were done 
using SPSSX, Second Edition (1986) and SPSSPC+ (Norusis, 1986). 
Analyses of qualitative data were done using content analysis. 
:----------------- ---
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Descriptive Analysis 
General descriptive statistics including frequency, measures 
of central tendency, and standard deviation were computed for all 
variables at T4. Descriptive statistics were also computed for the 
respondents in this study on selected variables at Tl, T2, and T3. The 
variables chosen from the first three waves of data collection 
included demographic variables, stroke-related variables, predictor 
variables, and outcome variables. A list of variables and the points 
in time at which they were measured was presented in Figure 2. 
Comparison of respondents who participated at Tl with those who 
participated at T4 
Before examining relationships between variables at Time 4 and 
also across the other points of data collection, t-tests were 
conducted to determine if there are significant differences between 
those respondents who participated in Time 1 and subsequently dropped 
out of the study, and those who remained in the study. T -tests on 
demographic variables and outcome variables showed significant 
differences on income and years of education between participants and 
non-participants at T4. Table II illustrates the means, standard 
deviations, and t-test results of demographic and outcome variables 
between the Tl and T4 participants. 
Analysis of relationships between variables at T4 and demographic 
variables from Tl 
Since demographic variables (gender, relationship to person 
with stroke, residential setting and socio-economic status) and 
:----------------- ---
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medical documentation of certain stroke variables were collected only 
at T1, it was necessary t~ include these specific T1 variables in an 
examination of the relationship of T4 variables to the outcome 
measures of psychological well-being at T4. 
Statistical procedures used to analyze relationships at T4 
included Pearson product-moment correlation, chi-square, and analysis 
TABLE II 
MEANS, STANDARD DEVIATIONS AND T-TEST RESULTS FOR 
SUBJECTS PARTICIPATING IN TIME1 VERSUS PARTICIPANTS IN BOTH T1 AND T4 
Tl, not T4 T1 AND T4 
(N=69) (N=93) 
VARIABLE Mean S.D. Mean S.D. t-value 
AGE 55.3 17.1 56.5 13.1 - .48 
INCOME 19,968.00 15,369 27,577 17,567 
-2.84 ** 
YEARS OF EDUCATION 12.5 2.6 13.2 2.2 -1.99 * 
BARTHEL INDEX OF 
STROKE SEVERITY 83.7 19.0 81.3 18.7 .76 
CES-D {20-item} 13.4 9.1 12.0 8.7 .95 
POSITIVE WELL-BEING 4.4 1.9 4.1 1.8 .91 
NEGATIVE WELL-BEING 4.3 2.7 3.6 2.4 1.70 
** P <.oi 
* p <.05 
of variance. Reliability analyses of all scales and indices were 
carried ~ut using Cronbach's alpha test of internal consistency. 
Multiple linear regression procedures were used to test the 
relative importance of predictor variables in relation to the outcome 
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measures of depressive symptomato 1 ogy, caregiver burden, and 
psychological well-being. 
Analysis of Change Over Time 
Change over time was analyzed in several ways. Analyses of 
change over each of the four points of data collection in the outcome 
variables (depressive symptomatology, negative well-being, and 
positive well-being) and in the intervening variable of perceived 
burden were conducted by repeated measures analyses of variance. In 
addition, a descriptive analysis approach was used to present 
comparisons of the proportion of the sample who reported high levels 
of depressive symptomatology, high levels of specific items of 
caregiver burden, and high levels of negative changes in the 
personality/behavior characteristics of the stroke patient at each 
point of measurement. Changes over time in the stroke patients' 
ability to transport him/herself, and in the use of stroke clubs or 
caregiver support groups by the caregivers were a 1 so ana 1 yzed 
descriptively. 
Presentation of Findings 
The following chapters present the results of the data analysis 
described above. Chapter V reports the demographic characteristics of 
the sample and describes the nature of the caregi vi ng role· as 
experienced by this sample. Chapter VI discusses the relationships of 
variables as measured at T4, including the results of multiple 
regression analyses, and Chapter VII presents findings related to 
changes over time. 
--------- --- ---
CHAPTER V 
DESCRIPTIVE ANALYSIS 
INTRODUCTION 
One of the interests in this study was in gathering information 
from ali of primary support persons about their caregiving experiences 
since the stroke, and to examine potential differences between those 
who were no longer in the caregiving role because of the death of the 
person with stroke and those who were sti 11 in the role of being a 
primary support person to the stroke patient. The descriptive 
analyses in this chapter report data from all of the caregivers at T4 
(n=93}. However, the section on caregiver tasks and the remaining 
analytical chapters which investigate the relationships between 
variables as they effect long-term well-being outcomes for the 
caregivers will report data only on the caregivers who were still in 
the role of primary support person at T4 (n=81}. All comparisons 
across time in this dissertation are for the caregivers in the T4 
sample only. 
The general characteristics of the sample which are presenteq in 
this chapter include demographic data and information about the 
caregiver's s~cial support system as well as demographic data about 
the persons with stroke and the characteristics of the stroke which 
are conducive to caregiver stress. Descriptive data are also included 
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for variables which measure caregiver stress, responses to stress, and 
the outcomes of depressive symptomatology and psychological well-
being. In addition, the types of tasks which the caregivers are still 
providing for the person with stroke at T4 and the types of assistance 
which they receive from the fonnal and infonnal support systems are 
presented. 
The caregivers in this study were specifically named by the 
stroke patients pt the time of the stroke as being the primary person 
who would be responsible for providing care and support for them 
following the stroke. 
DEMOGRAPHIC CHARACTERISTICS OF THE CAREGIVERS 
Demographic data for the sample are summarized in Table III. The 
pre-stroke median household income for the sample ($22,500) was higher 
than that reported for the U.S. population as a whole ($16,830; Bureau 
of Census, 1980). The educational level of this sample was also higher. 
Fifty percent of the sample had more than 12 years of formal education 
compared with the national average of 32%. As reported earlier, 
caregivers with lower income and fewer years of education were more 
likely to drop out of the study by T4. 
The median age of the caregivers in the T4 sample is 60 years. 
Ethnic representation is predominately Caucasian. The following 
sections discuss in detail the specific demographic characteristics of 
the sample. 
TABLE III 
AGE 
GENERAL DEMOGRAPHIC DATA FOR ALL CAREGIVERS 
(N=93} 
GENDER 
29% 
34% 
26% 
10% 
1% 
25 - 54 Yrs. 
55 - 64 
65 - 74 
75 - 84 
85 - 88 
82% FEMALE 
18% MALE 
PRE-STROKE INCOME 
1% 
12% 
29% 
20% 
18% 
9% 
11% 
LESS THAN $5,000/YR. 
5,000 - 9,999/YR. 
10,000 - 19,999/YR. 
20,000 - 29,999/YR. 
30,000 - 39,999/YR. 
40,000 - 49,999/YR 
MORE THAN $50,000/YR 
ETHNIC BACKGROUND 
91% 
8% 
1% 
CAUCASIAN 
BLACK 
HISPANIC 
EDUCATION 
12% LESS THAN HIGH SCHOOL GRADUATE 
38% HIGH SCHOOL GRADUATE 
9% TECHNICAL SCHOOL 
21 SOME COLLEGE 
12% COLLEGE GRADUATE 
Mean = 59.5 Yrs. 
Range = 25 - 88 
Mean= 27,578 
Median = 22,500 
8% GRADUATE OR PROFESSIONAL SCHOOL 
PRE-STROKE EMPLOYMENT STATUS 
28% EMPLOYED FULL TIME 
16% EMPLOYED PART TIME 
3% UNEMPLOYED 
24% RETIRED 
29% HOMEMAKER 
RESIDENTIAL SETTING 
49% URBAN 
16% RURAL 
35% SUBURBAN 
RELATIONSHIP TO PERSON WITH STROKE 
58% SPOUSE 
25% CHILD 
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17% OTHER (SIBLING, INLAW, NIECE, GRANDCHILD, FRIEND) 
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The ninety-three caregivers in the sample had a mean age of 59.5 
years, S.D. = 12.87, with a range of 25 to 88 years at T4. Table III 
shows the age categories in detail. Those who were still caregiving 
at T4 (n=81) were providing care and support to care-recipients with a 
mean age of 70.4, S. D. = 11.03, ranging from 40 to 92 years of age. 
These figures are similar to large random-sample caregiver studies. In 
the 1980 Nati ana 1 Long-Term Care Demonstration (known as the 
Channeling Demonstration; Stephens and Christianson, 1986) 40% of the 
nearly 2,000 caregivers were over 65 and 15% were over 75. Data from 
the Informal Caregivers Survey (a subset of the 1982 National Long-
Term Care Survey, with over two million caregivers aged 14 years and 
older) indicate that the average age of the caregiver population is 57 
years. Estimates from the Informal Caregivers Survey indicate that 
twenty-five percent of all caregivers are between 65 and 74 years of 
age, and anothe·r 10% are 75 years old or older (Stone, 1987). The age 
categories in this sample are comparable to those in both of the 
national caregiver studies. 
Gender 
Eighty-two percent of the caregivers in this sample are female. 
This figure is somewhat higher than national estimates from the 
Informal Caregivers Survey (Stone, 1987), which indicate that 
approximately 72 percent of caregivers are female, and the National 
Long-Term Care Demonstration (Stephens and Christianson, 1986) in 
which 73% of the caregivers are female. The higher ratio of females in 
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this sample may be related to the inclusion of only stroke caregivers 
in the study, reflecting the statistic that men are more at risk for 
stroke than women (Dyken, 1987) and therefore there may be a higher 
ratio of female spousal caregivers in a stroke study than in 
other types of caregiver studies. 
Relationship to the person with stroke 
Fifty-six percent of the caregivers were married to the persons 
who had experienced the stroke, and two percent were living as 
married. Twenty-five percent were children of the care-recipient, and 
17% were other relatives or friends. 
Marital Status 
Eighty-one percent of the caregivers were married, and two 
percent were living as married, at the beginning of the study (T1). Of 
the non-spousal caregivers (n=39) 64% were married, 8% were widowed 
and 19% were separated or divorced. At T4, 11% of the sample 
indicated a change in marital status since the year following the 
stroke (T3). All of the marital changes reported at T4 occurred among 
non-spousal caregivers. In national data, seventy percent of all 
caregivers are married, and about half of both male and female non-
spousal caregivers are married. 
Education 
The caregivers in this study tend to be more educated than those 
in the National Long-term Care Demonstration project (1980), with 30% 
having completed college compared to 15% in the national sample. Only 
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one percent of the sample described in this study had stopped formal 
education at the junior high level, and none of the caregivers had 
less than junior high school education. This compares with 24% of 
the national sample reporting either no formal education or only 
elementary school education. Educational level was not reported for 
the Informal Caregivers Survey. Unfortunately, caregivers with fewer 
years of education were lost to the study by Time 4 {t-value between 
T1 and T4 caregivers was -1.99 p<.05}. 
Income 
The mean income of this sample at T1 was $27,578, S.D. $17,567, 
and the median income was $22,500. The majority of caregivers in the 
National Long-Term Care Survey reported adjusted family incomes in 
1982 which fell in the middle income bracket, but a little less than 
one-third of that population had incomes in the poor or near poor 
category {Stone, 1987}. The sample discussed in this dissertation 
also had incomes in the middle bracket, with about 13% indicating poor 
or near poor levels of income. 
T-tests comparing the income level of caregivers who dropped out 
of the study indicated a significant difference in income between 
those caregivers who remained in the study for T4 and· those who did 
not participate at T4. Those who did not participate at T4 had. an 
average income of $19,968, S.D. $15,369 {t=-2.84, p >.01}. 
At T4, 18% of the caregivers indicated that their standard of 
living had declined since the the year following the stroke {T3}, but 
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10% indicated that their standard of living had improved since that 
time. 
Employment Status 
At the beginning of the study (T1) about one-third (28%) of the 
caregivers in the T4 study were employed full time, 16% were employed 
part-time, 24% were retired, 29% were largely homemakers, and 3% were 
unemployed. Sixteen percent reported a change in employment since 
the year following the stroke (T3) and 8% of those· indicated that the 
emp 1 0)1llent change was re 1 a ted to the stroke. A 1 though some of those 
caregivers had stopped working in order to provide more care to the 
person with stroke, at least one had gone back to work in order to 
replace income which was lost because of disabilities caused by the 
stroke. 
Residential setting 
At the time of the stroke, forty-nine percent of the caregivers 
lived in an urban setting, 35% in a suburban setting, and 16% in a 
rural area. 
Eighty-five percent owned their own homes. Ten percent of the 
caregivers had moved since T3, but only 2% of those indicated that the 
move was related to the stroke. One couple in that category had moved 
in order to be closer to an adult child. 
Health Status 
At T1 18% of the caregivers in the T4 sample reported their 
health as excellent, 27% as very good, 41% as good, 10% as fair, and 
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4% as poor. At T4 20% of the sample reported their health as 
excellent, 26% as very good, 32% as good, 15% as fair, and 7% as poor. 
In a direct measure of change in health since the last interview, 21% 
of the caregivers reported that their health had declined. However, 
fifteen percent reported improved health since T3. 
Sixty-one percent of the caregivers reported having at least one 
chronic illness at T4. Two percent of the sample developed their 
first chronic illness after the onset of the care-recipient•s stroke, 
and 25% developed at least one additional chronic illness after the 
stroke. Twelve percent of the caregivers had been hospitalized in the 
past year. 
Of the caregivers in the National Long-Term Care Demonstration, 
60% reported that their own general health was excellent or good, and 
almost 13% stated that they were in poor health (Stephens and 
Christianson, 1986). One fourth of the caregivers in the National 
Caregivers Survey reported that they were in excellent health, and 
about one-third of that _sample perceived its health status as fair or 
poor. 
Given these comparisons, and the variation in measuring 
specific categories of health status, it appears that the caregivers 
discussed in this dissertation are similar in health status to those 
in the national samples. 
Living Arrangement 
At T4 56% of the caregivers were 1 iving with the person who 
had experienced the stroke. Fifty-two percent of these were spouses or 
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spousal friends and the other 4% were children or other relatives. 
This is somewhat less than reported in the National Long-Term Care 
Demonstration, in which 66% of the caregivers 1 ived with the care 
recipient. It is considerably lower than the national estimate that 
almost 75% of caregivers live with the functionally disabled family 
member (Stone, 1987). Twelve percent of the persons with stroke were 
living in a long-term care facility at the time of the T4 interview. 
CAREGIVER TASKS, ASSISTANCE, AND RESPITE 
Table IV illustrates the types and frequencies of tasks which 
the caregivers were providing for the person at T4, several years 
after the onset of stroke. Although some of the caregivers were 
already doing tasks such as meal preparation, household chores, and 
shopping prior to the stroke, many more took on these tasks for the 
first time after the stroke and were still providing them at T4. 
Personal care tasks such as bathing, dressing, or helping the person 
with stroke to get around had never been done by the respondents in 
this study prior to the stroke. Telephone check-up on a regular basis 
was another task generated by the onset of stroke. Transportation for 
the person with stroke was being provided by over half (57%) of the 
caregivers at T4. 
TABLE IV 
PERCENTAGE OF CURRENT CAREGIVERS PERFORMING SPECIFIC TASKS FOR PERSON WITH STROKE 
Percent % Same as 2-6 Times Less than 
TASK who do task before strokea Daily a week Weekly weekly Never 
Meal prep 49 20 25 1 3 1 51 
Feeding 7 1 5 1 -- -- 93 
Dressing 20 -- 16 3 1 -- 80 
Bathing 27 -- 7 14 6 -- 73 
Help walk/move 8 -- 6 1 1 -- 91 
Transportation 57 4 7 28 5 13 43 
Shop 54 9 1 25 9 10 46 
Household 
Chores 49 12 18 14 5 -- 51 
House/yard 
maintenance 35 6 3 4 10 12 65 
Supervision 19 1 16 1 1 -- 81 
Visit 49 4 22 10 10 3 51 
Pay bills/ 
correspondence 59 18 -- 9 6 26 41 
Phone checkup 19 -- 9 5 4 1 81 
a = persons for whom the stroke did not change the type and number of tasks performed 
are not included in the percentages indicating frequency of task performance. ~ 
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Respite Care 
Thirty-five percent of the primary support persons who were 
providing care and support for the person with stroke at T4 (n=81) 
stated that they were not free to come and go at will due to the 
dependency of the person with stroke. However, only twenty percent of 
that group indicated that they received respite care from any source 
in order to have time for themselves. Many of those had respite help 
less than once a week, and usually from another family member. Most 
caregivers who had respite support received it from only one source 
(84%); the maximum number of sources of respite care was two. Several 
caregivers indicated that they simply did not go anywhere because the 
person with stroke would become too upset by either their absence or 
by having someone else in the house. Some of the respondents 
mentioned that the persons with stroke object strenuously to what they 
refer to as 11 being baby-sat11 • Respondents who found it easier to stay 
home than to go through the hassle of having someone else come often 
mentioned that the 11 restriction 11 and 11 Confinement11 were the hardest 
obstacles to overcome in adjusting to the stroke. 
Other caregiving responsibilities 
Fourteen percent of the caregivers have dependents under age 18. 
Another twenty-seven percent of the caregivers have non-stroke-related 
caregiving responsibilities for family members or friends over 80 
years of age. 
=-----------· ·--- --
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CHARACTERISTICS OF THE CAREGIVER'S SOCIAL SUPPORT 
Perceived availability of help if needed 
Only five percent of the caregivers said that no one would be 
available to help with chores, cooking, transportation, or other tasks 
if the respondent needed such help. Ninety-five percent mentioned at 
least one person, with a maximum of nine people mentioned as being 
available to help if needed. The mean number of persons mentioned was 
3, S.D. = 2.3, with a range of 0 to 9. The modal number of persons 
perceived as available for help was 1. Ward et al. (1984) also found 
that only 5% of their sample of 1,185 persons aged 60 and over 
indicated that they had no-one to turn to for help if it were needed. 
Satisfaction with amount of social contact 
Fifty-seven percent of the caregivers were very satisfied with 
the amount of social contact they had at T4 and 31% were somewhat 
satisfied. The remaining eleven percent were either neutral or 
dissatisfied with the amount of their social contact. Around eighty-
six percent of the sample studied by Ward et al. (1984) indicated 
general satisfaction with the amount of contact they had with others, 
a finding comparable to the results of this study. 
Satisfaction with quality of social contact 
Seventy percent of the caregivers were very satisfied with the 
quality of contact they had with others at T4. Twenty-five percent 
were somewhat satisfied, four percent were neutral, and only one 
percent was very dissatisfied with the quality of their social 
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contact. In a report of satisfaction with quality of social contacts 
among caregivers of spinal cord injured persons, Schulz et al. (1987) 
report that sixty percent of those caregivers had high levels of 
satisfaction with the quality of their social contacts and fifteen 
percent indicated low levels of satisfaction. The caregivers in this 
study seem to be somewhat more satisfied with the quality of their 
social contacts than were the caregivers of spinal cord injured 
persons. 
Reciprocal confiding relationships 
Only five percent of the sample had no individual in whom they 
confided and 14% of the sample had no person who confided in them. 
A 1 though some of the caregivers may have had some type of confiding 
relationship, eighteen percent did not have any reciprocal confiding 
relationships in their social networks at T4. The mean number of 
persons with whom the caregivers had confiding relationships was 2.2, 
S.D. = 1.8, with a range from 0 to 9. The modal number of reciprocal 
confiding relationships was two. 
Help from the social support system for household and caregiving needs 
Questions regarding amount of help received in the past year 
were asked only of the caregivers who had been caregiving during that 
year. If the person with stroke had been deceased for more than a 
year, these particular questions were skipped. 
Help from family members. Sixty-six percent of the caregivers 
reported receiving some help from family members in the care of the 
person with stroke during the past year. The average number of family 
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members who gave assistance to the respondent during the year was 1.8, 
S.D. = 2.0. Silliman et al. (1987) reported that 73% of caregivers of 
stroke patients in their study received help from their families in 
the care of the person with stroke. 
The tasks which were shared most often by other family members 
at T4 were transportation, visiting with the stroke patient, telephone 
check-up, shopping, and maintenance of the house and yard. The tasks 
least often shared by family members were feeding, dressing, bathing, 
paying bills, and general supervision. Fifteen percent of the 
caregivers at T4 received some respite time from other family members. 
Help from friends and neighbors. At T4 forty-five percent of 
the samp 1 e had received he 1 p from friends or neighbors in the past 
year. The average number of friends and neighbors who assisted with 
caregiving tasks was 1.1, S.D.=2.0. The most likely assistance for 
friends and neighbors to provide was to visit with the person with 
stroke (23%). Friends and neighbors also assisted with transportation 
{8%), provision of respite for the respondent (8%) and phone check-up 
{6%). These are tasks which have been identified by Cantor (1983) as 
being most likely to be provided by friends and neighbors. No friends 
or neighbors helped with the personal care tasks of feeding, bathing, 
dressing, or mobility assistance. 
Help from community or social service agencies. Only sixteen 
percent of the T4 sample had received assistance for caregiving tasks 
from community or social service agencies in the past year. Thirteen 
percent had assistance from one agency, and one percent each had 
assistance from 2, 3, and 4 agencies. 
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CHARACTERISTICS OF THE PERSONS WITH STROKE 
Age 
The average age of the persons with stroke at T4 was 70.4, S.D. 
11.03, ranging from age 40 to age 92. 
Time since onset of first stroke 
The average number of months from the first interview, which took 
place approximately four to six weeks after the onset of the stroke, 
was 36.5, S.D.=7.5. 
Site of lesion 
Discharge summaries were received for ninety percent of the 
sample of care-recipients. Forty-seven percent had experienced left 
cerebral hemisphere strokes, 32% had right cerebral hemisphere 
strokes, 9% had brain stem strokes, and 2% had other types of strokes. 
Additional strokes 
At T4, 14% of the care-recipients were reported by the caregivers 
as having experienced at least one additional medically diagnosed 
stroke. Other caregivers commented that they thought the care-
recipients had had additional 11 little 11 strokes. Although symptoms 
indicating that these little strokes may have occurred were also 
noticed by nurses, physical therapists, or doctors themselves, these 
episodes were not coded as additional strokes unless there had been a 
specific medical diagnosis indicating the occurrence of additional 
completed stroke. 
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Of those who experienced additional medically diagnosed strokes, 
half had one additional stroke and the other half had two or more 
strokes. Eleven percent of these care-recipients required 
hospitalization for the additional stroke(s), and 12% experienced 
decreased functioning from the additional stroke(s). Documented 
medical information was not collected about additional strokes. 
Severity of the stroke 
Perceived severity. Nineteen percent of the caregivers reported 
that the care-recipient had severe to very severe problems at T4 due 
to stroke, and needed a great deal of help. At the other end of the 
spectrum, 22% reported that no physical problems remained from the 
stroke which required any assistance from another person. The 
majority (56%) reported that the care-recipient still had mild to 
moderate physi ca 1 prob 1 ems caused by the stroke which required some 
help from another person. 
Objective severity. Scores from the caregivers' responses on 
the Barthel Index of Stroke Severity (Mahoney and Barthel, 1965) 
indicate that at T4 43% of the care-recipients have a completely 
independent level of physical functioning as measured by this index. 
Mean score on the Barthel Index, for which 100 is the highest score 
and indicates functional independence, was 86.7, S.D.=19.36. The 
scores ranged from 35 to 100. 
Communication difficulties due to stroke. Twenty-one percent of 
the persons with stroke had serious communication problems at T4 due 
to the stroke. Twelve percent of the caregivers indicated that they 
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had difficulty understanding the speech of the person with stroke, and 
an additional 9% indicated that the person with stroke could only 
communicate through sign language or an alphabet board. 
Communication patterns often are more easily understood by 
persons who are in regular contact with the person who has had a 
stroke than by persons who see the care-recipient less frequently. In 
comparison to the 12% of the persons with stroke who could be 
understood only _with difficulty by the caregiver, twice as many (24%) 
were very difficult to understand by people who were in less regular 
contact. 
Personality and behavior changes since the stroke. The 
percentage of the sample of stroke patients who exhibited changes in 
both negative and positive personality and behavior characteristics 
due to the stroke is shown in Table V. Although somewhat more· than 
half of the sample indicated that the stroke did not affect many of 
these behaviors in very noticeable ways, there are some striking 
changes that would conceivably have important impacts on the well-
being of the caregiver over a long period of time. Particularly 
noticeable are increases in forgetfulness and poor memory (68%), 
confusion and perplexity (54%), depression and sadness (53%) and 
irritability (48%). The most common decrease in positive behaviors 
was the decrease in initiative and in the ability or interest in 
planning (52%). 
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TABLE V 
CHANGES SINCE STROKE IN PERSONALITY/BEHAVIOR OF CARE-RECIPIENT AT T4 
LESS MORE SAME 
NEGATIVE 
Angry, short-tempered 14% 31% 55% 
Irritable, easily upset 9% 48% 43% 
Restless 10% 43% 47% 
Self-centered 10% 31% 60% 
Anxious, fearful, nervous 10% 42% 48% 
Impulsive, uses poor judgment 19% 32% 49% 
Cries 14% 33% 53% 
Indifferent, lacks 
initiative 14% 33% 53% 
Suspicious 10% 20% 70% 
Jealous, possessive 16% 14% 70% 
Confused, perplexed 9% 54% 37% 
Depressed, sad 10% 53% 37% 
Forgetful, poor memory 4% 68% 28% 
POSITIVE 
Thoughtful, considerate 27% 12% 61% 
Shows initiative, planning 52% 5% 43% 
Laughs 31% 10% 59% 
Patient, tolerant 37% 11% 52% 
Pleasant, easy to get 
along with 27% 10% 63% 
Happy, cheerful 35% 9% 57% 
Mean of total decreases in negative behaviors = 1.5, SO = 2.37 
Mean of total increases in negative behaviors = 4.8, SO = 3.56 
Mean of total decreases in positive behaviors = 2.1, SO = 1.82 
Mean of total increases in positive behaviors = .68, SO = 1.52 
Mean of behaviors about the same since the stroke= 9.7, SO= 5.1 
Most of the negative personality/behavior changes which 
caregivers report happening for the stroke patients in this sample 
call for some compensatory action from the primary caregiver (such as 
helping the person with stroke to remember appointments or medication, 
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needing to explain things more often or in simpler ways, or becoming 
the primary person responsible for planning or initiating activities 
instead of sharing in this role.) Further examination of the effects 
of changes in these personality/behavior characteristics, and changes 
over time in specific characteristics which are significantly 
associated with the outcomes, will be presented in Chapters VI and 
VII. 
General Health Status of Person with Stroke 
Eighty-seven percent of the stroke patients for the T4 sample 
of caregivers were alive at T4. Of those, 78% were reported by the 
caregiver as having at least one additional chronic illness besides 
the residual effects of stroke. Over one-third (40%) of those had two 
or more additional chronic illnesses, and 7% were reported to have 
four chronic conditions. Twenty-seven percent had been hospitalized 
for non-stroke related conditions in the year prior to the T4 
interview. 
Thirty-one percent of the caregivers at T4 reported improved 
health of the care-recipient since the T3 interview; 32% felt that 
the care-recipient's health was about the same as it had been at T3, 
and 37% felt that the care-recipient's health was worse since T3. 
CAREGIVER STRESS AND BURDEN 
Stress and strain 
At T4 overall physical, emotional, and financial strain were 
measured on a five point Likert-type scale, ranging from 1 (little or 
no strain) to 5 (a great deal of strain). Emotional strain ranked the 
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highest of the three categories, with almost half of the sample (47%) 
reporting that they had experienced very high levels (either 4 or 5) 
of emotional strain since the stroke. The mean score of emotional 
strain was 3.4, S.D. = 1.39. Slightly more than a quarter of the 
sample {27%) reported very high levels (either 4 or 5) of physical 
strain in caring for the person with stroke. The mean score for 
physical strain was 2.6, S.D.= 1.49. Financial strain was quite low 
for most of the caregivers. Only fourteen percent of the sample 
reported very high levels of financial strain, and the mean score was 
.9, S.D.=1.35. Many caregivers explained that the emotional and 
physical strain had been very high following the stroke, but. had 
subsided considerably by the T4 interview. 
Caregiver Burden 
The Caregiver Burden scale use~ at T2, T3, and T4 was adapted 
from Zarit (1980) for particular use with caregivers of persons who 
had experienced a stroke (Rau, 1986). It measures aspects of stress 
such as feeling that one is not doing as much as one can or should for 
the care-recipient or feeling resentful that the stroke patient makes 
requests that are over and above what he/she needs. It also measures 
resentment about other relatives not helping, stress caused by trying 
to meet the needs of the stroke patient and other responsibilities, 
and perception that one•s personal life and social relationships are 
being negatively affected by caregiving. In addition, it measures 
~ositive aspects of caregiving such as feeling that one is 
contributing to the well-being of the care-recipient. There are 14 
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items on the scale and the maximum possible score is 56. The mean 
score at T4 was 17.7, S.D. = 10.3. Other studies have used different 
versions of this scale, so direct comparisons of mean scores with 
other groups of caregivers are not possible. The mean score of 
perceived burden at T4 was almost identical to the mean score of 
burden at T3 (17 .2, SO = 10. 7). Further discussion of changes in 
perceived burden over time are presented in Chapter VII. 
RESPONSES TO STRESS: COPING AND ADJUSTMENT 
Coping strategies 
The design of the T4 study included measurement of coping 
strategies related to utilization of social network and community 
resources, to utilization of religious beliefs or resources, and to 
taking care of oneself through use of planning time for self or using 
relaxation techniques or exercise. The coping strategies scale, 
modified from the F-Copes Family Coping· Scale (McCubbin, Larsen, and 
Olson, 1982), consisted of 15 items with a maximum score of 45. A low 
score indicates low levels of utilization of those coping strategies 
and a high score indicates frequent utilization. The mean for this 
sample was 11.4, S.D. = 4.6, indicating a fairly low use of the coping 
strategies included in this particular scale. 
Adjustment to the stroke 
Caregivers of persons with stroke who were still living at T4 
(n=81) were asked how well they felt they had adjusted to the stroke. 
Fifty-three percent of the caregivers felt they had adjusted to the 
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stroke very well, and 38% felt they had adjusted "pretty well". Nine 
percent felt they had either not adjusted at all or had adjusted only 
slightly. 
Perception of self as "caregiver" 
Respondents were asked if they considered themselves to be 
"caregivers". Fifty-one percent of the sample indicated that they 
definitely perceive themselves as caregivers and eleven percent said 
they "sometimes" do. At least one respondent said emphatically, "You 
bet I do! 11 Thirty-eight percent of the respondents did not consider 
themselves to be caregivers at all. 
PSYCHOSOCIAL OUTCOME MEASURES 
Depressive symptomatology (CES-D) 
The 20-item version of the CES-D scale was used at T4 due to 
the availability of comparative norms in the literature. With a 
maximum value of 60, the mean value for those caregivers currently 
providing support for the person with stroke was 11.1, S.D.=9.3. 
Scores ranged from 0 to 49, and the median value was 9.0. 
The scores from this sample were somewhat higher than mean 
scores of general community samples. The HANES Health and Nutrition 
Examination Study (DHEW, 1979) of almost 5,000 community residents 
reported a mean score of 8.8 for middle aged respondents and 8.4 for 
respondents over age 65. Williams (1985) reports a CES-D mean score 
of 16 for middle aged and elderly persons with chronic illness, and 
Radloff (1977) reports mean· CES-D scores of 24.4 with depressed 
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psychiatric patients. Schulz et al. (1987) report a mean CES-D score 
of 9.4 for caregivers of spinal cord injured persons, and Van Winkle 
(1987) reports a CES-D mean score of 12.5 for caregivers of persons 
with irreversible dementia. The caregivers in this study therefore 
scored higher on the CES-D than both general community residents and 
caregivers of spinal cord injured persons but slightly lower than 
caregivers of persons with irreversible dementia and much lower than 
either physically ill persons or psychiatric patients. 
A score of 16 is the generally accepted cutoff point indicating 
high risk of being diagnosed as clinically depressed (Williams, 1985). 
Twenty-three percent of this sample of caregivers scored 16 or higher 
on the CES-D. This is somewhat higher than the 17% reported by 
Comstock and Helsing (1976) for a general community sample; but 
considerably less than the 35% reported by Noh et al. (1984) for a 
sample of physically disabled persons or the 47% reported by Williams 
(1985) for a sample of chronically ill subjects. 
Positive Well-Being (POSWB) 
The mean score of the POSWB scale for the caregivers at T4 was 
4.9, S.D=2.6. The range of scores was 0 to 9, with a maximum possible 
value of 9. The median score was 5.0. 
Negative Well-Being (NEGWB) 
The mean score of the NEGWB scale was 3.9, S.D.=2.9. The range 
of scores was 0 to 13, with a maximum possible value of 15. The 
median score was 4, and the modal score was also 4. 
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SUMMARY 
The descriptive analysis of this sample reveals characteristics 
which are comparable in many aspects to other caregiver studies. 
Except for slightly higher levels of education and income, and a 
somewhat larger percentage of female respondents, this sample is 
similar in demographic characteristics to large community-based 
caregiver studies (Stephens and Christianson, 1986; Stone et al., 
1987}. 
The tasks which the caregivers in this study do to assist the 
care-recipient to carry out activities of daily living are comparable 
to those reported by Cantor (1980), Stephens and Christianson (1986), 
and Stone et al. (1987). In addition, the amount of help which the 
caregiver perceives is available if he/she should need it, the 
caregiver's general satisfaction with his/her social support system, 
and the types of assistance which the caregivers receive from others 
are all comparable to findings reported in several other studies 
(Cantor, 1980; Ward et al., 1984; Cohen and Wills, 1985; Stephens and 
Christianson, 1986; Stone et al., 1987). 
The overall experience of emotional, physical, and financial 
strain parallels those reported by Stephens and Christianson (1986) in 
their sample of almost 2,000 community-based caregivers, and supports 
Brody's (1985) finding that emotional strain is the type of strain 
most often cited by family caregivers. However, although the mean 
score for financial strain was low, over ten percent of the sample 
reported very high levels of financial strain because of the stroke 
even though those respondents of lower socio-economic status were lost 
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to the study at T4. We would therefore hesitate to generalize the 
findings of this study regarding the experience of low financial 
strain to other caregiver populations even though it is supported by 
other studies (e.g. Brody, 1985; Stephens and Christianson, 1986). 
The 20-item CES-0 mean scores of depressive symptoms in this 
caregiver sample are somewhat higher than those reported by Schulz et 
al. (1987) for a sample of caregivers of spinal cord injured persons 
but somewhat lower than those reported for a sample of caregivers of 
persons with irreversible dementia (Van Winkle, 1987). The 
implications of these differences between caregivers of specific 
disease groups are discussed in Chapter VIII. 
The comparability of the characteristics of this study with 
other caregiver studies provides a foundation for being able to 
interpret the findings from this study in relation to the population 
of caregivers as a whole. It is important to remember that the sample 
for this study was not drawn from a self-selected group of caregivers, 
but was rather drawn from persons named by the person with stroke as 
being their primary support person. Even though this sample is 
remarkably similar to other caregiver studies in demographic and 
caregiving characteristics, almost forty percent of the respondents do 
not think of themselves as being 11 Caregivers 11 for the person with 
stroke. The implications of this finding are discussed in Chapter 
VIII. 
The following chapter presents the correlational analyses of 
variables in the model, the results of analyses of variance, and the 
results from multiple regression procedures. 
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CHAPTER VI 
FINDINGS 
iNTRODUCTION 
The model for this study as presented in Chapter III postulated 
that the outcomes of psychol ogi ca 1 we 11-bei ng and depressive 
symptomatology would be affected by certain caregiver characteristics 
including social support, by characteristics of the stroke, by the 
experience of perceived stress, and by the caregiver•s response to 
stress and burden. Fifteen research questions were associated with 
the model and five hypotheses were proposed for testing. 
In this chapter the model is tested by examining these 
relationships as they exist at T4. The results of the analyses are 
presented as they relate to each component of the model and to the 
hypotheses and research questions associated with each particular 
component. First, findings related to the caregiver and caregiving 
situation are presented. These findings result from analyses of 
demographic variables as well as social support variables. The 
findings which relate to the hypothesis that social support will have 
a buffering role between stress and psychosocial outcomes are also 
presented in this section. The second section of findings concerns 
the characteristics of the stroke which are related to the caregiving 
role. These include a comprehensive index of stroke severity 
(comprised of communication impairments, negative personality changes, 
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and amount of assistance needed), time since onset of stroke, and 
functional capability of the person with stroke. In addition, 
analyses of the relationship between caregiver tasks and caregiver 
outcomes are presented in this section. The third set of results which 
are reported in th~s chapter relate to the experience of strain and 
perceived burden and their effects on the outcome variables of 
depressive symptomatology and psychological well-being. The fourth 
set of results are concerned with the caregiver's responses to stress 
and the hypotheses associated with the buffering effects of coping 
strategies in conditions of high strain and of high stroke severity. 
Finally, the results of multiple regression analyses to examine the 
predictors of long-term depressive symptoms, negative well-being, and 
positive well-being are presented. The findings associated with 
change over time in the outcome variables, and with change over time 
in certain specific variables identified with negative outcomes for 
the caregiver will be presented in Chapter VII. 
CHARACTERISTICS OF THE CAREGIVER 
Effect of death of person with stroke 
The first area of interest among the research questions was to 
compare the outcomes for those caregivers for whom the stroke patient 
had died by T4 with those who were still in the caregiving role. T-
tests and one-way analyses of variance were conducted to analyze these 
differences. 
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The number of respondents who were no longer providing care to 
the person with stroke because the care-recipient had died was fairly 
small (n=12), representing about 13% of the T4 sample. There were no 
significant differences in depressive symptomatology, positive well-
being, or negative well-being between those respondents who were still 
in the caregiving role and those who were not. However, for those who 
were no longer caregiving there was a significant relationship between 
the number of months since the death of the person with stroke and 
both depressive symptomatology (~ = -.55, p <.05) and negative well-
being(~= -.59, p <.05). These relationships indicate that 
respondents who had experienced the death of the stroke patient more 
recently were more depressed and had higher negative well-being than 
those for whom the death had occurred earlier. Because one-third of 
the deaths occurred within 10 months of the T4 interview, these 
significant correlations suggest that the finding of no difference 
between the two groups of respondents may be confounded by the 
operation of the grief process in some of the respondents. 
Since all remaining analyses in this dissertation are concerned 
with the psychosocial impacts of being in a primary caregiving 
relationship to a person with stroke, data from respondents who are no 
longer in the caregiver role because of the death of the person with 
stroke (n=12) are omitted from further analyses. Further findings are 
reported only on respondents who are currently in the role of being 
the primary support person for the person with stroke (n=81). 
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Demographic variables 
Several demographic variables related to the characteristics of 
the caregiver were of interest in this study. These were age, income, 
gender, health status, and relationship to the person with stroke. 
Age. As can be seen in Table VI, the age of the caregiver was 
significantly associated with the outcome of positive well-being 
(p <.05). The negative direction of the correlation signifies that 
younger caregivers were more likely to report higher positive well-
being than older caregivers. The caregiver•s age was not associated 
with the outcomes of depressive symptoms or negative well-being. 
Income. Income at the time of the stroke was negatively 
associated with T4 depressive symptoms and positively associated with 
positive well-being. It was not significantly associated with 
negative well-being. A direct measure of change in the respondent•s 
standard of living was included at T4 by asking respondents if they 
had experienced a change in their standard of 1 iving (economically) 
since the previous interview. If they answered •yes• to that 
question, they were asked if their standard of living was now better 
or worse. Twenty-eight percent of the T4 sample indicated that they 
had experienced a change in their standard of living. Of these, two-
thirds said that their standard of living had declined, and one-third 
felt that it had improved. The direct measure of change in standard 
of living was significantly correlated with the CES-D scores (r=-.43, 
p<.05). Those caregivers who reported an improvement in their 
economic well-being reported fewer depressive symptoms than those 
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whose economic condition had declined. In addition, caregivers who 
experienced an improvement in their economic standard of living were 
significantly less likely to report high levels of perceived burden 
{r=-.55, p<.01). They were also more likely to have adjusted well to 
the stroke {stroke <.r.=.39, p<.05) and less likely to perceive 
themselves as caregivers (.r.=-.54, p<.01) than caregivers whose 
economic condition declined between T3 and T4. The findings from 
this study therefore provide additional support for the large body of 
literature which finds income to be consistently related to measures 
of individual well-being (Williams, 1985). 
Gender. One-way analysis of variance tests showed no significant 
gender differences on the CES-D, POSWB or NEGWB measures and no 
significant differences at the p<.05 level in strain or perceived 
burden. However, the analysis of variance of gender differences and 
the strain index approached a level of significance at p =.07, 
indicating that females reported experiencing a slightly higher level 
of overall strain in caring for the person with stroke than males. The 
finding of no significant gender differences in perceived burden at T4 
is similar to that of Zarit et al. (1986) who found that significant 
gender differences at Tl had disappeared by the time of a follow-up 
interview one year later. However, gender differences on a measure of 
caregiver stress were found by Horowitz {1985) in her study of sons 
and daughters as caregivers of elderly parents. 
Health status. The subjective health status of the caregiver was 
significantly correlated with depressive symptomatology, negative 
well-being, positive well-being, perceived burden, strain, and 
=----------- ~ -- ~-~ ~ 
92 
adjustment to the stroke. It is clear that there is an integral 
relationship between subjective health and both the demands and 
outcomes of long-term caregiving. Caregivers who perceive their own 
health as less than optimal at T4 are more likely to report high 
depressive symptoms, higher negative well-being, lower positive well-
being, and greater strain and burden than those who feel that their 
own health is good. However, depression and feelings of burden have 
also been found to influence a respondent•s perception of his or her 
subjective health status (Williams, 1985; Gallagher et al., 1986). 
The objective health status of the caregiver was measured by the 
total number of chronic illnesses and by the number of chr.onic 
illnesses which had occurred after the onset of the stroke. The total 
number of chronic illnesses was significantly related in a positive 
direction to depressive symptomatology {~=.29, p<.01) and in a 
negative direction to positive well-being {r=-.22, p<.05). It was not 
significantly associated with negative well-being, perceived burden, 
or adjustment to the stroke. As expected, there was a high 
correlation between total number of chronic illnesses and subjective 
health status (r=-.55, p<.01). In sum, caregivers who had more total 
chronic illnesses reported significantly higher levels of depressive 
symptoms and lower levels of both positive well-being and subjective 
health status than those with fewer chronic illnesses. About sixty-
five percent of the sample reported the onset of at least one chronic 
illness after the stroke. Additional chronic illnesses were 
significantly associated with depressive symptoms (r=.34, p<.01) but 
not with perceived burden or psychological well-being. 
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The findings from this study add support to several others which 
report a high correlation between physical health, chronic illness and 
depression (Williams, 1985; Westbrook and Viney, 1982; Blazer and 
Williams, 1980). 
Relationship to person with stroke. There was a significant 
difference between spousal and non-spousal caregivers on the CES-D 
scores (DF 1,79; F=6.51; p=.01), with non-spousal caregivers reporting 
higher levels of depressive symptomatology than the spousal 
caregivers. An analysis of variance test was also performed with three 
groups of caregivers--spouse, adult child, and other. This analysis 
also resulted in significant differences on the CES-D measure of 
depressive symptomatology (DF=2,78, F=3.22, p<.05), with adult 
children scoring significantly higher in depressive symptoms than 
either spouses or other caregivers. This finding is similar to that 
of Jones and Vetter (1984) but contrasts with those of Van Winkle 
(1987) and Benedict et al. (1987) who found no significant differences 
in depression or morale between spousal and non-spousal caregivers. 
There were no significant differences between spousal and non-spousal 
caregivers in the areas of positive or negative well-being, the 
experience of strain and perceived burden, or in the person with 
stroke's level of impairment. 
Living with versus apart from the person with stroke 
The first hypothesis predicted that caregivers who live with the 
person with stroke will exhibit higher depressive symptoms, higher 
negative well-being and lower positive well-being than those who live 
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apart from the person with stroke. This hypothesis was not supported 
by the findings in this study. Analyses of variance between 
caregivers who live with the person with stroke and those who do not 
indicated no significant differences at the p <.05 level between these 
two groups for the outcome variables of depressive symptoms, positive 
well-being, or negative well-being, or for the measures of strain or 
perceived burden. Although some other studies have reported 
particularly high levels of negative impacts on caregivers who live 
with the care-recipient (e.g. Soldo and Myllyluoma, 1983; Stephens and 
Christianson, 1986), significant differences between those who live 
with the care-recipient and those who do not were not found in this 
study. 
Social Support 
Several hypotheses and research questions were related to the 
caregiver•s social support system. The social support variables 
included in this study are satisfaction with amount of social support, 
satisfaction with the quality of social support, perceived 
availability of support if needed, and the presence of a reciprocal 
confiding relationship within the support network. These elements of 
the caregiver•s social support system were predicted to have both main 
effects on depressive symptomatology and psychological well-being, and 
also to have buffering effects between the condition of high strain or 
burden and the outcomes of depression and negative well-being. 
In presenting the findings related to the caregiver•s social 
support system, correlational analyses are presented first, followed 
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by the results of the analyses of variance which were used to test the 
buffering effects of these variables on the psychosocial outcomes. 
Correlations with social support. As can be seen in Table VI, 
respondents who are satisfied with the amount of social contact they 
have with others are significantly less likely to experience 
depressive symptoms, negative well-being, strain, and perceived burden 
and more likely to report high levels of positive well-being than 
respondents who.are not satisfied with the amount of social contact 
they have with others. Respondents who are satisfied with the quality 
of the social contact they have with others are less likely to exhibit 
depressive symptoms or to report high levels of negative well-being, 
strain, or perceived burden than those who are less satisfied with the 
quality of their social contact. These findings are similar to those 
of Schulz et al. (1987}. However, satisfaction with the quality of 
social contact was not significantly associated with positive well-
being for this sample. 
The perceived availability of social support was significantly 
associated with positive well-being (p <.05) but not with negative 
well-being or with depressive symptoms. Perceived availability of 
support also was significantly and negatively associated with strain 
(p <.01). The importance of perceived availability of social support, 
as opposed to actual support received, is noted by Kessler and Mcleod 
(1985). 
The presence of a reciprocal confiding relationship in the 
caregiver•s network was significantly related to positive well-being 
at the p <.05 level. It was not related to negative well-being, 
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depressive symptomatology, nor to the experience of strain or 
perceived burden in this sample. 
In sum, the components of the caregiver's social support system 
which were significantly correlated across strain, perceived burden, 
depressive sj111ptomatology, and negative well-being were satisfaction 
with both the amount and quality of social contacts. Satisfaction 
with the amount of social contact was also significantly correlated 
with positive well-being. Perceived availability of social support and 
the presence of a reciprocal confiding relationship in the caregiver's 
social network were significantly correlated with positive well-being 
but not with the other outcomes. 
The buffering effect of social support. Hypothesis IV {A) 
predicted that the social support variables would have a buffering 
effect on depressive symptoms and negative well-being in conditions of 
high strain and high perceived burden. The hypothesis predicted that 
caregivers who are sa~isfied with the amount and quality of their 
social contacts, who perceive that they have instrumental assistance 
from their social support system available to them if they need it or 
who have at least one reciprocal confiding relationship in their 
social network will be less depressed and have lower levels of 
negative well-being than those who do not. The hypothesized buffering 
effects of each of the social support variables on the outcome 
variables in conditions of high strain and high burden were tested 
using factorial analyses of variance. 
The index of strain was divided into three groups of 
approximately equal cell size for levels of high strain {n~26}, 
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moderate strain (n=30), and low strain (n=25). A series of analyses of 
variance was then performed with the CES-D scores as the dependent 
variable and with strain and each of the social support variables in 
turn as the independent variables. The perceived burden scores were 
also divided into three groups of approximately equal cell size for 
levels of high, moderate, and low burden. Factorial analyses of 
variance were conducted to analyze the buffering effects of each of 
the social support variables on the CES-D scores in conditions of high 
perceived burden. 
In the analysis of the buffering effects of satisfaction with 
amount of social contact in the condition of high strain, with CES-D 
scores as the dependent variable, significant main effects were found. 
Both strain and the caregiver•s satisfaction with the amount of social 
contact were significantly associated with the CES-D scores. However, 
there were no significant interaction effects. That is, respondents 
who were very satisfied with the amount of social contact did not have 
significantly lower depressive symptomatology in conditions of high 
strain than respondents who were less satisfied with the amount of 
social contact. Similar results occurred in the analysis of 
satisfaction with amount of social contact in conditions of high 
perceived burden with CES-D as the dependent variable: although both 
perceived burden and satisfaction with the amount of social contact 
were significantly associated with CES-D by themselves, respondents 
with high levels of satisfaction with the amount of social contact did 
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not have lower levels of depressive symptoms under conditions of high 
stress than other respondents. 
Neither the caregiver•s perceived availability of social support 
nor the presence of a reciprocal confiding relationship in the network 
had any significant main effects or buffering effects on the CES-D 
scores. In addition, there were no significant interaction effects 
between any of the the social support variables and the outcome of 
negative well-being. 
However, significant interaction effects as well as significant 
main effects were found between satisfaction with quality of social 
support and CES-D scores in conditions of high strain and also in 
conditions of high burden. Figure 3 shows the results of an analysis 
of variance with CES-D scores as the dependent variable by level of 
strain with satisfaction with quality of social contact {DF=2, F=3.8, 
p=.03}. Figure 4 shows the results of an analysis of variance test 
with CES-D scores as the dependent variable by level of perceived 
burden with satisfaction with quality of social contact {DF=2, F=4.9, 
p=.Ol}. These analyses show that respondents who have high levels of 
satisfaction with the quality of their social contact maintain 
relatively low levels of depressive symptoms in conditions of both 
high strain and high perceived burden. On the other hand, respondents 
who have low levels of satisfaction with the quality of their social 
contact show increasing levels of depressive symptomatology with 
increasing levels of strain and perceived burden. 
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CHARACTERISTICS OF THE STROKE 
One of the research questions of interest in this study 
concerned the relationship of personality/behavior changes in the 
person with stroke and the caregiver's experience of burden, 
depressive symptomatology, and the caregiver's adjustment to the 
stroke. Table VII shows the correlations of individual items of the 
measure of personality/behavior changes in the person with stroke with 
the caregiver's depressive symptomatology (CES-0), perceived burden, 
and adjustment. 
The negative personality/behavior characteristics which were 
significantly associated with depressive symptoms were 1) angry, 
short-tempered 2) restless 3) jealous, possessive and 4) forgetful, 
poor memory. The positive characteristic which was significantly 
related to depressive symptoms was 11 pleasant, easy to get along 
with 11 • The caregivers who reported that the person with stroke was 
more angry and short-tempered, more restless, and more jealous or 
possessive since the stroke were significantly more depressed than 
those who did not report these behavior changes. In addition, 
caregivers who found that the person with stroke was more pleasant and 
easy to get along with since the stroke were less depressed than 
others. A perplexing negative associ at ion was found between 
11 forgetful, poor memory.. and the caregiver's depressive symptoms, 
indicating that increases in forgetfulness in the person with stroke 
were associated with lower depressive symptoms in the caregiver. 
,----------------
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However, increases in forgetfulness were significantly related to 
higher levels of perceived caregiver burden. 
TABLE VII 
T4 CORRELATIONS OF INDIVIDUAL PERSONALITY/BEHAVIOR CHANGES 
IN THE STROKE PATIENT 
WITH CAREGIVER SCORES FOR CES-D, BURDEN AND ADJUSTMENT 
CES-D BURDEN ADJUSTMENT 
NEGATIVE 
Angry, short-tempered .24* .27* -.25* 
Irritable, easily upset .13 .15 -.15 
Restless .19* .33** -.15 
Self-centered .13 .34** -.24* 
Anxious, fearful, nervous .16 .36** -.19* 
Impulsive, uses poor judgment .07 .22* -.28* 
Cries -.04 .24* -.11 
Indifferent, lacks 
initiative .09 -.02 -.14 
Suspicious .10 .23* -.19* 
Jealous, possessive .20* .20* -.31** 
Confused, perplexed .13 .30** -.18* 
Depressed, sad .10 .36** -.25* 
Forgetful, poor memory -.19* .21* .08 
POSITIVE 
Thoughtful, considerate -.11 -.40** .21* 
Shows initiative, planning -.10 -.48** -.04 
Laughs -.12 -.30** .27** 
Patient, tolerant .09 -.02 -.04 
Pleasant, easy to get 
along with -.18* -.40** .19* 
Happy, cheerful -.11 -.35** .29** 
** p <.01; * p (.05 
As can be seen in Table VII, many more of the reported 
stroke-related changes in personality and behavior characteristics of 
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the person with stroke were significantly associated with perceived 
burden and adjustment to the stroke than were associated with 
depressive symptoms. Caregivers who reported that the person with 
stroke was more cheerful, more pleasant and easy to get along with, 
laughed more and was more thoughtful since the stroke were 
significantly more well adjusted and reported significantly lower 
levels of perceived burden than caregivers of persons who exhibited 
decreases in these characteristics. 
Caregivers who reported stroke-related increases in the 
characteristics of anger, self-centeredness, anxiety, impulsiveness, 
suspicion, jealousy, confusion, and depression in the person with 
stroke were significantly more burdened and less well adjusted than 
those who did not report increases in these characteristics. In 
addition, increased restlessness in the person with stroke, increases 
in crying, and decreases in initiative and planning were significantly 
associated with perceived caregiver burden but had no significant 
relationship to caregiver adjustment to the stroke. 
Another question related to the stroke concerned the 
relationship of caregiving tasks to the psychosocial outcomes and to 
the experience of burden. Neither the total number of tasks nor the 
total frequency of task provision were significantly associated with 
depressive symptoms or with positive or negative well-being. However, 
both the total number of tasks and the total frequency of tasks were 
significantly associated with perceived burden (r=.36, p<.Ol, r=.41, 
p<.Ol, respectively), with the level of functional capacity of the 
::-----------·· ---· --
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person with stroke (r=-.39, p<.Ol and r=-.47, p<.Ol, respectively), 
and with perception of self as a 11 Caregiver11 (r=.29, p<.Ol for each). 
A third research question associated with the stroke asked if 
there was a significant relationship between the site of lesion and 
the caregiver outcomes. There were no significant correlations 
between site of lesion and any of the outcome variables. 
Hypothesis II predicted that the long-term severity of the 
stroke, which includes the am~unt of assistance needed by the person 
with stroke, the negative personality/behavior changes which result 
from the stroke, and the stroke-related communication impairments 
would be significantly related to the well-being outcomes. 
Specifically, it was hypothesized that a comprehensive index of stroke 
severity would be significantly related in a positive direction to 
perceived stress (strain and perceived burden), depressive 
symptomatology and negative well-being, and significantly related in a 
negative direction to positive well-being. 
A 11 e 1 ements of Hypothesis II were supported by the findings. 
As can be seen in Table VI, the correlations of the stroke severity 
index with caregiver strain and perceived burden were significant at 
the p<.Ol level, and the correlations with the psychosocial outcomes 
of depressive symptomatology, positive well-being and negative well-
being were each significant at the p<.05 level. All correlations were 
in the hypothesized directions. The finding of a significant 
correlation between the stroke severity index and caregiver burden 
contrasts with Zarit et. al•s (1986) report of no significant 
correlation between the level of the care-recipient•s impairment and 
------- ~-- ~~ ~----
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caregiver burden for caregivers of Alzheimer's patients. In addition, 
the findings from this study also contrast with those of Wade et al. 
(1986), who found that although the stroke patient's physical 
disability (as measured by the Barthel Index) was significantly 
related to caregiver depression three weeks after the stroke and one 
year after the stroke, it had no significant relationship to caregiver 
depression after two years. 
PERCEIVED STRESS 
The experience of strain and perceived burden are the variables 
included in this component of the model. The index of strain is a 
composite of emotional strain, physical strain, and financial strain. 
The construction of this index was presented in Chapter IV. The 
measure of perceived burden was adapted by Rau (1986) from Zarit et 
al. (1980) for use with caregivers of persons with stroke. Research 
questions asked about specific items in the caregiver burden scale 
which might be particularly related to long-term psychosocial 
outcomes. The correlations of the individual caregiver burden scale 
items are shown in Table VIII. 
Six items were significantly correlated at the p<.01 level with 
both high depressive sjmptoms (CES-D) and low caregiver adjustment. 
These were 1) feeling that the person with stroke requests more of the 
caregiver than necessary, 2) not having enough time to oneself, 3) 
feeling stressed between trying to give to the person with stroke and 
other responsibilities, 4) feeling that one's relationship with family 
TABLE VIII 
T4 CORRELATIONS OF INDIVIDUAL ITEMS 
ON THE CAREGIVER BURDEN SCALE 
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WITH CAREGIVER SCORES FOR CES-D AND ADJUSTMENT 
CES-D ADJUSTMENT 
1. I feel I don't do as much for the stroke 
patient as I could or should .20* -.29** 
2. I feel the stroke patient is dependent .07 .00 
3. I feel I am contributing to the stroke 
patient's well-being -.03 -.15 
4. I feel the stroke patient makes requests over 
and above what he/she needs .32** -.31** 
5. Because of my involvement with the stroke 
patient I don't have enough time to myself .35** -.48** 
6. I feel resentful of other relatives who could 
but who don't do things for the stroke patient .35** -.15 
7. I feel stressed between trying to give both to the 
stroke patient and to other responsibilitie s .33** -.28** 
8. I feel the stroke patient affects my relationships 
with family/friends in a negative way .54** -.42** 
9. I feel useful in my interactions with the 
stroke patient (high score=never) .35** -.06 
10. I feel that my health has suffered because of 
my involvement with the stroke patient .59** -.40** 
11. I feel that my social life has suffered because 
of my involvement with the stroke patient .32** -.46** 
12. I feel that the stroke patient doesn't appreciate 
what I do for him/her as much as I would like .25* -.27** 
13. I feel that the stroke patient expects me to 
take care of him/her as if I were the only one 
he/she could depend on .07 -.38** 
14. I feel embarrassed over the stroke patient's 
behavior or condition .26* -.28** 
** p (.01; * p <.05 
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and friends has been affected in a negative way by the person with 
stroke, 5) feeling that one•s health has suffered because of 
caregiving for the person with stroke, and 6) feeling that one•s 
social life has been negatively affected by the caregiving role. Some 
studies which have reported individual items of caregiver burden have 
found similar relationships (Pratt et al., 1985; 1987). 
Hypothesis III predicted that both the strain index and 
perceived burden would be significantly correlated in a positive 
direction with depressive symptomatology and negative well-being and 
significantly correlated in a negative direction with positive well-
being. The Pearson correlation coefficients for these variables are 
shown in Table VI. The index of strain and the perceived burden 
scale were both significantly correlated with depressive 
symptomatology and negative well-being in the predicted directions. 
Although the perceived burden scale was significantly correlated in a 
negative direction with positive well-being, the index of strain was 
not significantly related to positive well-being. The findings 
related to this hypothesis support the strong relationship between 
perceived burden and strain with negative psychosocial outcomes for 
the caregiver. However~ although lower perceived burden is 
significantly associated with positive well-being for the caregiver~ 
lower levels of strain are not significantly related to the 
caregiver•s positive well-being. 
-------------------
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RESPONSES TO STRESS 
Three caregiver responses to stress were included in the model 
for this study. These were 1) use of coping strategies 2) adjustment 
to the stroke and 3) perception of self as caregiver. Hypothesis IV 
{B) predicted that the development of coping strategies would serve as 
a buffer between the condition of high strain and high perceived 
burden and the outcomes of depressive symptomatology and negative 
well-being. It was also predicted that coping strategies would 
interact with strain and perceived burden in predicting positive well-
being. 
The measure of coping strategies was significantly associated 
with positive well-being but not with depressive symptomatology or 
negative well-being. It was negatively associated with age, 
suggesting that younger people were more likely to use coping 
strategies in response to the stress of caregiving. The positive 
association between coping strategies and the presence of reciprocal 
confiding relationships in the network may reflect the specific items 
on the coping strategies scale which measured the frequency of sharing 
concerns with relatives or close friends. Coping was also positively 
associated with the caregiver burden score, signifying that perhaps 
the respondents who feel more burdened may use more coping strategies 
than those who feel less burdened. 
The hypothesized buffering effects of coping strategies on the 
depressive symptomatology and negative well-being were not supported 
by the findings in this study. The lack of significant correlations 
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between coping strategies and either depressive symptoms or negative 
well-being precluded the finding of significant main effects or 
significant interactions through analysis of variance. The results of 
analysis of variance tests with coping strategies dichotomized at the 
median score and positive well-being as the dependent variable showed 
no significant main or interaction effects of coping on positive well-
being. 
"Adjustment to the stroke" and "perception of self as a 
•caregiver'" were the remaining variables in the responses to stress 
component of the model. A search of the literature revealed no other 
examinations to date of these particular variables in relation to 
caregiver outcomes. Two sets of research questions were associated 
with each of these variables. The first was interest in knowing if 
the respondents perceive themse 1 ves as • caregivers • , and whether or 
not an association exists between perceiving oneself as a caregiver 
and the psychosocial outcomes of caregiving. In addition, what 
association exists between perception of self as a caregiver and the 
experiences of strain, burden, and adjustment to stroke? 
Almost two-thirds of the sample (62%) considered themselves to 
be "caregivers". As illustrated in Table VI, perception of self as 
caregiver was significantly correlated with the outcome of depressive 
symptomatology but not with either positive or negative well-being. 
The positive direction of the correlation indicates that respondents 
who perceived themselves as caregivers were more likely to have 
significantly higher scores on the measure of depressive 
symptomatology than those who did not see themselves as caregivers. 
=---------------- -
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This variable was also significantly associated in a positive 
direction with the index of stroke severity, strain, and perceived 
burden. These associations suggest that respondents who considered 
themselves to be caregivers may have been caring for persons who had 
more severe long-term negative effects from the stroke than the other 
care-recipients. These respondents also experienced high levels of 
strain and felt considerably burdened by the caregiving role. In 
addition, perception of self as caregiver was significantly associated 
with lower income and lower levels of satisfaction with the amount and 
quality of their social contacts. 
The second set of research questions associated with responses 
to stress concerned the role which the caregiver•s adjustment plays in 
the long-term experience of strain, burden, and psychosocial outcomes. 
Are there differences in the outcomes at T4 between respondents who 
feel they have adjusted well to the stroke and those who have not 
adjusted well? 
Table IX presents the correlations of adjustment with the 
outcomes and the intervening variables of strain and perceived burden. 
Adjustment to the stroke was significantly correlated in a negative 
direction with depressive symptomatology and negative well-being. It 
was correlated significantly in a positive direction with positive 
well-being. These correlations, all significant at the p<.Ol level, 
indicate that high levels of adjustment are significantly related to 
long-term psychological well-being in the caregiver. Adjustment was 
::--------------- ---
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also significantly related to lower burden, strain, and stroke 
severity. 
It was of further interest to inquire if the caregiver•s 
adjustment to the stroke would act as a buffer between conditions of 
high perceived stroke severity or high strain and the outcomes of 
depressive symptomatology and/or well-being. In separate factorial 
TABLE IX 
T4 CORRELATIONS OF CAREGIVER ADJUSTMENT WITH 
STROKE VARIABLES, PERCEIVED STRESS, AND OUTCOMES 
STROKE VARIABLES 
Barthel index 
Perceived stroke severity index 
PERCEIVED STRESS 
Strain index 
Perceived burden 
OUTCOMES 
CES-D 
NEGWB 
POSWB 
** = P <.or 
* = p <.05 
ADJUSTMENT TO STROKE 
.12 
-.23* 
-.26* 
-.43** 
-.40** 
-.27** 
.27** 
analyses of variance, adjustment (high, low) was tested with strain 
(dichotomized at the median score to produce high and low levels) and 
again with the index of stroke severity (dichotomized at the median to 
produce high and low levels) with CES-D scores as the dependent 
variable in each analysis. Although the results showed significant 
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main effects for the individual variables on the CES-D scores there 
were no interacti_on effects of adjustment between either the 
conditions of high strain or high stroke severity and the depressive 
symptomatology scores. 
RESULTS OF MULTIPLE REGRESSION ANALYSIS 
The final stage of analysis reported in this chapter is the 
analysis of predictors of long-term depressive symptomatology and 
psychological well-being through the application of multiple 
regression analysis. Several hierarchical regressions were performed 
to examine the relative contributions of predictor variables to T4 
outcomes of depressive symptomatology, positive well-being, and 
negative well-being. 
The first procedure in each of the regression analyses was to 
determine the order of entry of the blocks of variables containing the 
characteri sties of the caregiver versus the characteri sties of the 
stroke. The literature generally supports the greater importance of 
caregiver variables over variables related to the characteristics of 
the illness in predicting caregiver outcomes (Zarit et al.,1986; 
Morycz, 1985}. In order to test the relative importance of these two 
blocks of variables with this particular sample individual regressions 
were performed with those blocks regressed separately (after the 
control variables of age and income) on each of the outcome 
variables. For example, the first regression analysis which was 
performed with CES-0 as the dependent variable included age and income 
as control variables and the remaining characteristics of the 
--------- --- --
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caregiver were entered as the next block of independent variables. 
Then a new regression analysis was performed with CES-D as the 
dependent variable, age and income as control variables, and the 
characteristics of the stroke entered as the next block of independent 
variables. This procedure was performed next with NEGWB as the 
dependent variable, and again with POSWB as the dependent variable. 
In each case, the characteristics of the caregiver contributed more to 
the explanation of variance in the dependent variable than did the 
characteristics of the stroke. Therefore, in each of the hierarchical 
regression analyses the characteristics of the caregiver were entered 
after the control variables and were followed by entry of the block of 
stroke-related variables. 
The multiple regression analysis for each outcome (CES-D, NEGWB, 
and POSWB) tested predictors at T4 without controlling for Tl levels 
of depressive symptoms or for Tl levels of positive or negative well-
being. This was done in order to examine long-term predictors of each 
of the outcomes. 
The variables were selected for inclusion in the regression 
analyses on the basis of their significant correlation with each 
specific outcome variable. Early regression analyses indicated the 
potential presence of multicollinearity among some of the variables. 
Separate regression analyses were performed to identify the collinear 
variables. The analyses showed collinearity between satisfaction with 
amount of social contact and satisfaction with quality of social 
contact. Therefore, these two variables were combined into a social 
support satisfaction index for use in the regression analyses. A 
:----------- --- --
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Cronbach•s alpha test for internal consistency of this index resulted 
in an acceptable alpha (a = .75). High collinearity was also found 
between the change in health status of the person with stroke and the 
Barthel index of functional capability. Since the health status 
measure is a one-item response and the Barthel index is a validated 
and reliable eleven-item scale which also captures the construct of 
health status, the Barthel index was chosen as the better predictor 
variable and the health status measure was dropped from the regression 
analyses. 
Tables X to XII present the results of the regression analyses. 
The design of the tables follows a specific pattern. Each column of 
the table (labeled Model 1, Model 2, etc.) shows the hierarchical 
regression of variables in the model as they are entered 
hierarchically in successive blocks. In each table Model 1 includes 
the control variables, Model 2 includes the control variables plus 
characteristics of the caregiver, Model 3 includes the block of 
stroke-related variables as the next entry, Model 4 includes the 
subsequent entry of the block of perceived stress variables, and Model 
5 includes the complete regression with the addition of the block of 
variables related to responses to stress. The R2, R2 change, F, and 
significance of F are reported at the bottom of each column. 
The following sections present the results of the regression 
analyses for each of the outcome variables. 
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CES-0 as the dependent variable 
Table X shows the results of hierarchical regression analysis 
for CES-0 at T4. Forty-six percent of the variance in the CES-0 
scores at T4 is explained by the variables in the model. The block of 
variables which adds the most to the explanation of variance in 
depressive symptoms is that which contains the characteristics of the 
caregiver. This block of variables explains thirty-one percent of the 
variance in CES-0 after the effects of age and income have been 
controlled. When objective health status was entered as a control 
variable there was less than one percent change in the regression 
equation and no change in the significance level of subjective health 
as a predictor of depressive symptoms. Because of its lack of impact 
on the model, objective health was not included in the equation in 
order to economize on the number of variables in the model. 
The block of variables containing significant stroke-related 
variables explains two percent of the variance in CES-0. Caregiver 
stress explains five percent in the variance of T4 depressive 
symptoms, and the caregiver's responses to stress provide the 
explanation two percent of the variance in CES-0. The analysis from 
this study therefore adds further support to the growing body of 
literature which has reported that.characteristics of the caregiver 
are more important in explaining caregiver outcomes than are 
characteristics of the care-recipient (Zarit et al., 1986; Morycz, 
1985; Borgatta and Montgomery, 1987). Of all the characteristics of 
the caregiver included in the model the respondent's subjective health 
status is the most significant predictor of depressive symptoms at T4. 
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TABLE X 
HIERARCHICAL REGRESSION FOR CES-D AT T4 
Dependent Variable: CES-D at Time 4 
CONTROL VARIABLES 
Age 
Time 1 Income 
CHARACTERISTICS OF CAREGIVER 
Satisfaction with 
social support (index) 
Subjective health status 
CHARACTERISTICS OF STROKE CONDUCIVE 
TO CAREGIVER STRESS 
Model 1 
B Beta 
-.02 -.03 
-.13 -.25* 
Barthel index of functional capacity 
Perceived severity of stroke index 
CAREGIVER STRESS 
Strain index 
Perceived burden 
RESPONSE TO STRESS 
Adjustment 
Perception of self as caregiver 
R2 
R2 Change 
** = p <.01; * = p <.OS 
.06 
.06 
F = 2.32 
p = .10 
Model 2 Model 3 Model 4 Model 5 
B Beta B Beta B Beta B Beta 
-.11 -.15 -.07 -.10 -.04 -.05 -.05 -.07 
-.06 -.11 -.05 -.09 -.04 -.07 -.04 -.08 
-1.53 -.29** -1.38 -.27** -.86 -.17 -.69 -.13 
-3.71 -.44** -3.68 -.44** -3.18 -.38** -3.04 -.36** 
-.05 -.11 -.06 -.12 -.05 -.11 
.26 .08 -.25 -.07 -.24 -.07 
.44 .10 .35 .08 
.22 .24 .16 .17 
-2.66 -.14 
.88 .09 
.37 .39 .44 .46 
.31 .02 .05 .02 
F = 10.4 F = 7.46 F = 6.67 F = 5.63 
p = .00 p = .00 p = .00 p = .00 _. _. 
c..n 
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NEGWB as the dependent variable 
Table XI illustrates the regression analysis of variables in the 
model which were significantly correlated with NEGWB at T4 regressed 
on the NEGWB T4 scores. A total of thirty-seven percent of the 
variance in negative well-being at T4 is explained by the variables in 
the model. The characteristics of the caregiver explain twenty-one 
percent of the variance in T4 NEGWB scores. An additional three 
percent is explained by the characteristics of the stroke. Caregiver 
stress variables add another 13 percent to the understanding of 
variance in T4 negative well-being, but response to stress explains 
less than an additional one percent of the variance in those scores. 
The most significant predictor of long-term negative well-being is 
perceived caregiver burden. An additional significant predictor of 
long-term negative well-being is the caregiver's satisfaction with the 
amount and quality of his/her social support. 
Dependent Variable: NEGWB at Time 4 
CUNTR~[ VARIABIIS 
Age 
Time 1 Incomel 
CHARACTERISTICS OF CAREGIVER 
Satisfaction with 
TABLE XI 
HIERARCHICAL REGRESSION FOR NEGWB AT T4 
Model 1 Model 2 Model 3 Model 4 Model 5 
B Beta B Beta B Beta B Beta B Beta 
social support (index) 
Subjective health status -.66 -.40** -.61 -.38** -.36 -.22* -.37 -.23* -.36 -.14 -.33 -.12 -.21 -.08 -.23 -.09 
CHARACTERISTICS OF STROKE CONDUCIVE 
TO CAREGIVER STRESS 
Perceived severity of stroke index 
CAREGIVER STRESS 
Strain index 
Perceived burden 
RESPONSE TO STRESS 
Adjustment 
R2 
R2 Change 
.21 
.21 
F = 10.48 
p = .00 
.17 .16 -.08 -.07 
.08 .06 
.12 .44** 
.24 .37 
.03 .13 
F = 8.13 F = 8.66 
p = .00 p = .00 
1. Not entered in the regression due to lack of significant correlation with NEGWB at T4 
** = p <.01; * = p <.05 
-.07 -.07 
.08 .07 
.13 .45** 
.23 .04 
.37 
<.01 
F = 7.16 
p = .00 
__.. 
__.. 
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POSWB as the dependent variable 
Table XII shows the results of multiple regression with positive 
well-being (POSWB) at T4 as the dependent variable. In the regression 
of T4 variables on POSWB a total of thirty percent of the variance is 
explained. After controlling for the effects of age and income on 
POSWB, the characteristics of the caregiver explain ten percent of the 
variance in POSWB at T4. The characteristics of the stroke explain 
another four percent, and caregiver stress explains another one 
percent. Responses to stress, which include adjustment to stroke and 
use of coping strategies add a final eight percent to the explanation 
of variance in positive well-being at T4. The significant predictor 
of positive well-being for this sample is the development of coping 
strategies. 
HYPOTHESES SUPPORTED AND NOT SUPPORTED BY THE FINDINGS 
Table XIII illustrates the extent to which the hypotheses which 
were presented in Chapter III are supported by the findings in this 
study. Support was not found for the hypothesis that caregivers who 
1 ived with the person with stroke waul d be more adversely affected 
over time than those who lived apart from the care-recipient. 
Support was found for the hypothesized relationship of the 
comprehensive stroke severity index to the caregiver's experience of 
strain and burden as well as to the three outcome measures of 
psychological well-being. Support was also found for the hypothesized 
relationship of the experience of strain and burden to the outcome 
measures. 
TABLE XII 
HIERARCHICAL REGRESSION FOR POSWB AT T4 
Dependent Variable: POSWB at Time 4 
Model 1 Model 2 Model 3 Model 4 Model 5 
B Beta B Beta B Beta B Beta B Be-ta CONTROL VARIABLES -----~- -------------
Age -.04 -.20 -.02 -.12 -.04 -.19 -.04 -.21 -.03 -.17 
Time 1 Income .02 .14 .00 .02 .00 .00 .oo .00 .00 .05 
CHARACTERISTICS OF CAREGIVER 
Satisfaction with 
social support (index) .18 .13 .14 .10 .09 .06 -.07 -.05 
Subjective health status .37 .16 .33 .14 .28 .12 .22 .09 
Perceived availability of soc. support .05 .05 .06 .05 .05 .05 .07 .06 
Reciprocal confiding rel. in network .28 .20 .28 .14 .27 .19 .15 .11 
CHARACTERISTICS OF STROKE CONDUCIVE 
TO CAREGIVER STRESS 
Perceived severity of stroke index 
-.21 -.22* -.16 -.16 -.13 -.13 
CAREGIVER STRESS 
Perceived burden 
-.03 -.12 -.04 -.15 
RESPONSE TO STRESS 
Adjustment 1.01 .20 
Coping strategies 
.15 .26* 
R2 
.07 .17 .21 .22 .30 
R2 Change .07 .10 .04 .01 .08 
F = 2.99 F = 2.40 F = 2.69 F = 2.43 F = 2.82 __,. 
p = .05 p = .04 p = .02 p = .02 p = .01 __,. 
** = p (.01; * = p (.05 1.0 
TABLE XIII 
HYPOTHESES SUPPORTED AND NOT SUPPORTED BY THE STUDY 
Hypothesis 
I. Caregivers who live with the person with stroke will 
exhibit 
* higher depressive symptomatology 
* higher negative well-being 
* lower positive well-being 
than those live apart from the person with stroke. 
II. Stroke severity, which includes assistance needed, 
negative personality/behavior characteristics, and 
communication impairment, will be significantly 
associated with caregiver well-being outcomes. 
Specifically, stroke severity at T4 will be 
positively associated with 
Yes 
* strain X 
* burden X 
* depressive symptomatology X 
* negative well-being X 
and negatively associated with positive well-being. X 
III. Caregiver stress (strain or burden) will be 
positively related to 
* depressive symptomatology X 
* negative well-being X 
and negatively related to positive well-being. X 
IVa. Under conditions of high stress, caregivers who are 
* satisfied with the amount of social contact 
they have with others 
*satisfied with the quality of social contact 
* have at least one reciprocal confiding 
relationship in their social networks 
* perceive that they have informal support 
resources available if needed 
will have significantly lower depressive symptoms 
than other caregivers. 
IVb. Under conditions of high stress, caregivers who have 
used coping strategies to deal with the 
stroke will have significantly lower 
* depressive symptoms 
* negative well-being 
and higher positive well-being than other subjects. 
X 
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No 
X 
X 
X 
X 
X 
X 
X 
X 
X 
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Support was also found for the hypothesis which predicted 
buffering effects for satisfaction with the quality of social 
contacts, but not for the hypotheses which predicted buffering effects 
for the other social support variables or for coping strategies. 
CONCLUSION 
The conceptual model presented in Chapter III is well 
supported by the findings in this study. The block of variables 
included in the component of characteristics of the caregiver 
explained almost one third of the variance in depressive 
symptomatology at T4. The most important caregiver characteristics 
which were significantly associated with well-being outcomes were 
income, being an adult child of the person with stroke, satisfaction 
with the amount and quality of social support, and health status. 
The characteristics of the caregiver which were significantly 
related to perceived stress were age, health status, and satisfaction 
with social support. Gender differences in relation to strain 
approached significance at p=.07, with females experiencing higher 
levels of overall strain than males in the caregiving role. A 
buffering effect was found for satisfaction with the quality of social 
support on depressive symptomatology in conditions of high strain and 
high perceived burden. Finally, caregiver age, health status, and 
satisfaction with social support were significantly related to the 
behavioral responses to stress. 
The characteristics of the stroke which were significantly 
related to caregiver outcomes were changes in health status of the 
:------------- --- ---
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person with stroke and stroke severity. Although functional capacity 
of the person with stroke was significantly related to the 
psychosocial outcomes, a more comprehensive index of stroke severity 
(which included communication impairments and negative 
personality/behavior changes since the stroke as well as functional 
impairment) was significantly related to caregiver burden, strain, and 
adjustment to the stroke. 
Both the index of caregiver strain and the caregiver burden 
scale were significantly associated with the psychosocial outcomes and 
with the behavioral responses to stress. 
The following chapter addresses the final research question of 
changes over time, and presents the results from analyses of change in 
the outcome variables and in other selected variables over each point 
of data collection. 
CHAPTER VII 
CHANGES IN SELECTED VARIABLES BETWEEN Tl, T2, T3 AND T4 
INTRODUCTION 
The focus of this study is the investigation of long-term 
psychosocial outcomes for the caregivers of persons who have 
experienced a stroke. We have examined descriptive and statistical 
analyses of the T4 data in Chapters V and VI. The next step in the 
analysis presented in this dissertation is the examination of changes 
over time in the psychosocial outcome variables and the experience of 
perceived caregiver burden. In addition, other selected items have 
been chosen for descriptive analysis in an attempt to explore several 
policy and practice implications of the data. 
CHANGES IN DEPRESSIVE SYMPTOMATOLOGY, POSITIVE AND NEGATIVE 
WELL-BEING AND PERCEIVED BURDEN OVER TIME 
Table XIV shows the means and standard deviations of the CES-D, 
POSWB, NEGWB, and perceived burden scores at each point of data 
collection. Although there was a decline of one point in CES-D scores 
between Tl and T4, NEGWB increased very slightly. POSWB, which might 
have been expected to increase at least modestly after Tl only 
increased by two-tenths of a point by T4. Perceived burden, which 
was measured at T2, T3, and T4 increased by more than one point 
between T2 and T4. 
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TABLE XIV 
MEANS OF CES-D, NEGWB, POSWB, AND BURDEN SCORES 
FOR T4 SAMPLE OF CURRENT CAREGIVERS OVER TIME 
TIME 1 TIME 2 TIME 3 TIME 4 
CES-D (60) 
Mean 12.1 12.5 11.2 11.1 
S.D. 8.7 9.3 9.0 9.3 
NEGWB (15) 
Mean 3.7 3.5 3.9 3.9 
S.D. 2.4 2.2 2.5 2.9 
POSWB (9) 
Mean 4.7 4.9 4.6 4.9 
S.D. 2.4 2.5 2.2 2.6 
BURDEN (56) 
Mean 16.3 16.4 17.7 
S.D. 9.8 10.5 10.3 
In order to test for potential significant differences between 
these repeated measures, multiple analysis of variance (MANOVA) tests 
for repeated measures were performed to identify possible significant 
differences between each point in time of depressive symptoms, 
positive well-being, negative well-being or perceived caregiver 
burden. Given the small differences in the means at each point of 
data collection, it was not surprising that there were no overall 
significant differences in any of the repeated measures analyses. 
However, since a score of sixteen on the 20-item CES-D is the 
generally accepted cut-off score for a diagnosis of clinical 
depression (Williams, 1985; Van Winkle, 1987; Price, 1987) it was also 
of interest to know whether there were changes in the percentage of 
the sample who scored at a level of 16 and above on the CES-D measure. 
------------~-- -- -
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Table XV illustrates the percentage of the sample who scored at 16 and 
above at all four points in time. 
TABLE XV 
PERCENT OF T4 SAMPLE WITH SYMPTOMS INDICATING CLINICAL 
DEPRESSION LEVELS ON THE CES-D MEASURE OVER TIME 
TIME 1 TIME 2 TIME 3 TIME 4 
Scores of 16 and above 33% 27% 29% 23% 
One third of the respondents in this study were at risk for a 
diagnosis of clinical depression at approximately the first two months 
after the onset of the stroke (T1). This percent is higher than is 
generally found in community samples of older persons but is lower 
than found in samples of chronically ill persons (Williams, 1985). 
The percentage of the sample at risk for clinical depression had 
decreased by six percent at T2 (about six to eight months post-
stroke), but increased by two percent by the T3 one year follow-up. 
At T4, slightly less than one fourth of the sample (23%) reported 
depressive symptoms which were at levels qualifying them for a 
diagnosis of clinical depression. Although there was an overall 
decline of ten percent between T1 and T4 in the prevalence of symptoms 
of clinical depression, almost twice as many caregivers in this study 
exhibit high depressive S)mptoms at T4 than is the average rate of 
depression in community samples (12%; Williams, 1985). 
Further ana 1 yses of change in CES-D scores were conducted to 
identify the patterns among respondents who scored at levels of 16 and 
,---------- ~---~-
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above over time. Ten percent of the caregivers at T4 qualified for a 
diagnosis of clinical depression at all four points in time. The 
largest percentage of 11 one time onli1 levels of clinical depression in 
the T4 sample of caregivers was at T2 (11%). T1 and T3 each had six 
percent of the sample exhibiting high depressive S)mptomatol ogy at 
just one point in time. Five percent of the sample reported clinical 
levels of depression for the first time at T4. 
OTHER ANALYSES OF CHANGE OVER TIME 
Other variables which have been identified in the literature as 
being particularly associated with caregiver burden, stress, or 
depressive symptoms have been chosen for descriptive analyses of 
changes over time. An exploration of these variables from a change 
perspective will take advantage of the longitudinal design of the 
study and will provide relevant information for understanding the 
policy and practice implications of the study. The variables chosen 
for descriptive analysis of change over time are: 
* the proportion of the sample indicating changes in the 
specific personality/behavior characteristics of the person with 
stroke, 
* the proportion of the sample indicating high scores on the six 
items of the perceived burden scale which are most significantly 
associ a ted with depressive symptoms and caregiver adjustment, 
* the proportion of the persons with stroke who are able to 
drive and provide their own transportation, 
* participation in stroke clubs or caregiver support groups. 
:c------------- - -
CHANGES IN PERSONALITY/BEHAVIOR CHARACTERISTICS 
IN THE PERSON WITH STROKE 
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The measure of changes in stroke patient's personality and/or 
behavioral characteristics was introduced at T2 and repeated at T3 and 
T4. As seen in Chapter VI, Table VII, the six individual items on the 
personality/behavior characteri sties scale which were significantly 
correlated with the outcome of depressive s~ptomatology at T4 were 
(1) angry, short-tempered (2) restless (3) jealous, possessive (4) 
forgetful, poor memory and (5) pleasant, easy to get along with. 
Twelve items were significantly correlated with the caregiver's 
adjustment to the stroke. These were (1) angry, short-tempered (2) 
self-centered (3) anxious, fearful, nervous (4) impulsive, uses poor 
judgment (5) suspicious (6) jealous, possessive (7) confused, 
perplexed (8) depressed, sad (9) thoughtful, considerate (10) laughs 
(11) pleasant, easy to get along with, and (12) happy, cheerful. 
Four additional items on the scale were significantly associated with 
perceived burden. These were (1) restless, (2) impulsive, (3) 
forgetfulness, poor memory, and (4} shows initiative, planning. 
Table XVI shows the percent of the T4 caregivers who indicated 
that the person with stroke exhibited increases in negative 
persona 1 i ty/behavi or characteristics or decreases in positive 
characteristics in the person with stroke at T2, T3 and T4. All of 
these characteristics were measured as changes since the stroke 
occurred rather than as changes since the previous interview. 
Although many behavioral characteristics are endorsed by similar 
numbers of respondents at each point in time, certain characteristics 
TABLE XVI 
PERCENT OF T4 SAMPLE INDICATING NEGATIVE CHANGES IN 
PERSONALITY/BEHAVIOR CHARACTERISTICS SINCE THE STROKE 
IN THE PERSON WITH STROKE OVER TIME 
TIME 2 TIME 3 TIME 4 
NEGATIVE More More More 
Angry, short-tempered 42% 39% 31% 
Restless 39 32 43 
Self-centered 33 28 31 
Anxious, fearful, nervous 48 47 42 
Impulsive, uses poor judgment 33 24 32 
Suspicious 11 14 20 
Jealous, possessive 14 18 14 
Confused, perplexed 65 54 54 
Depressed, sad 59 52 53 
Forgetful, poor memory 65 41 68 
POSITIVE Less Less 
Thoughtful, considerate 27% 22% 
Shows initiative, planning 37 44 
Laughs 24 23 
Pleasant, easy to get 
along with 25 39 
Happy, cheerful 34 39 
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Less 
27% 
52 
31 
27 
35 
stand out as having gradually improved over time and others as having 
declined. 
The most consistent improvement appears to be in the 
characteristics •angry, short-tempered• and •confused, perplexed•, 
with fewer respondents indicating increases in these characteristics 
at each of the interviews. The improvement in •confusion•, with nine 
percent fewer respondents endorsing increases in this behavior, 
occurred between T2 and T3, and remained stab 1 e between T3 and T 4. 
Six percent fewer of the respondents at T4 reported that the person 
--------- ~--- ~- ~ 
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with stroke showed increases in •depressed, sad•, or •anxious, 
fearful, nervous• characteristics than had reported increases in those 
characteristics at at T2. 
•suspicious• was a negative characteristic significantly 
associated with caregiver adjustment and perceived burden. Between T2 
and T4 the number of caregivers who reported increases in this 
behavior by the person with stroke almost doubled from eleven percent 
to twenty percent. Similarly, a decline in •initiative, planning• in 
the persons with stroke also continued over time. Thirty-seven 
percent of the caregivers noted decreases in this characteristic at 
T2, but by T4 over half (52%) of the caregivers reported declines in 
the initiative and planning capabilities of the persons with stroke. 
Four characteristics seemed to be improving between T2 and T3 
but had returned to T2 prevalence levels at T4. These were 
•forgetful, poor memory•, •restless•, •impulsive, uses poor judgment• 
and •thoughtful, considerate•. Forgetfulness in the person with 
stroke was endorsed by twenty-percent fewer caregivers at T3 than 
either T2 or T4, indicating that forgetfulness is not a condition 
which generally improves in a group of stroke patients over time. 
Similarly, increases in restlessness and impulsiveness on the part of 
the person with stroke were reported by seven to nine percent fewer 
caregivers at T3. However, more caregivers reported increases in 
those characteristics at T4. Although there were some increases at 
T3 in the numbers of caregivers who reported declines in the stroke 
patient • s thoughtfu 1 ness, cheerful ness, and p 1 easantness, the 
~---------· ---· ·--·· 
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percentage of respondents reporting declines in these characteristics 
remained relatively stable between T2 and T4. 
CHANGES IN SELECTED ITEMS OF PERCEIVED BURDEN 
The correlational relationships between the individual items 
on the perceived burden scale with CES-D and caregiver adjustment were 
presented in Chapter VI. Six items which were significantly correlated 
with both CES-D and adjustment at T4 have been chosen for further 
examination over time. These items have been selected because of 
their potential for being changed by caregiver intervention programs 
which are 11 psychoeducational 11 in design (Gallagher et al., 1986; 
Pratt et al., 1987). They will presented through a descriptive 
analysis of the percent of respondents in the T4 sample who reported 
experiencing these items "often 11 or 11 almost always 11 in their role of 
caregiving for a person with stroke. As seen in Chapter VI, Table 
VIII, all of these items are correlated with both the CES-D scores and 
adjustment to the stroke at the p <.01 level. The six items are: 
* 11 I feel the stroke patient makes requests over and 
above what he/she needs. 11 
* 11 Because of my involvement with the stroke patient I don•t have 
enough time to myself ... 
* 
11 I feel stressed between trying to give to the stroke patient 
as well as to other responsibil ities 11 • 
* 
11 I feel the stroke patient currently affects my relationships 
with my family and friends in a negative way. 
* 
11 I feel that my social life has suffered because of my 
involvement with the stroke patient ... 
* 
11 I feel that my health has suffered because of my 
involvement with the stroke patient ... 
---------- ----
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Table XVII shows the changes in these six items over the three 
points of time at which the data were gathered. Few changes occurred 
in the percent of T4 caregivers reporting that they 'often• or 'almost 
always• did not have enough time for themselves due to involvement 
with the stroke patient. Almost one fourth of the sample expressed a 
high degree of loss of personal time at each point of data collection. 
TABLE XVII 
PERCENT OF T4 SAMPLE INDICATING EXPERIENCE OF BURDEN 
AS 'OFTEN' OR 'ALMOST ALWAYS' ON SELECTED ITEMS 
OF THE CAREGIVER BURDEN SCALE OVER TIME 
I feel the stroke patient makes 
requests of me that are above 
what he/she needs. 
Because of my involvement 
with the stroke patient 
I don't have enough time 
to myself. 
I feel stressed trying to 
give to the stroke patient 
as well as to other 
responsibilities. 
I feel the stroke patient 
currently affects my 
relationships with 
family and friends in 
negative ways. 
I feel that my health has 
suffered because of my 
involvement with the stroke 
patient. 
I feel that my social life has 
suffered because of my 
involvement with the 
stroke patient. 
=-------------- ·- -
TIME 2 TIME 3 
14 12 
23 23 
17 19 
8 12 
8 5 
14 18 
TIME 4 
16 
21 
13 
14 
10 
21 
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In a simi 1 ar fashion, there was 1 i ttl e avera 11 change in the 
percentage of respondents who felt that the person with stroke 
consistently made requests of the caregiver which were not really 
necessary. However, the percent of the sample endorsing this item 
increased by two percent between T2 and T4 whereas the percent of the 
sample who indicated consistent lack of personal time decreased by two 
percent between T2 and T4. 
The consistent experience of stress between providing care for 
the person with stroke and other responsibilities decreased somewhat 
over time, with four percent fewer respondents indicating this 
condition at T4 than at T2. Among the six selected items from the 
perceived burden scale this is the only one which shows improvement 
between T3 and T4, with six percent fewer respondents indicating high 
levels of stress from competing responsibilities at T4 than they did 
at the one year post-stroke interview. 
The number of caregivers who felt that their health had suffered 
because of their caregiving for the person with stroke doubled between 
T3 and T4 although it had declined somewhat between T2 and T3. At T4 
ten percent of the entire sample felt that their health had been 
directly affected in a negative way by caregiving for the person with 
stroke. 
The remaining two items from the perceived burden scale are the 
perceived effects which caregiving for the person with stroke has had 
on the caregiver's relationships with family and friends and on 
his/her social life. Both of these items were endorsed by increasing 
numbers of respondents at each point in time. At T4 over one fifth of 
---------· --- ---· 
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the caregivers felt that their involvement with the person wi~h stroke 
has hampered their social life. This figure represents a seven 
percent increase over T2. Fourteen percent of the caregivers feel 
that their involvement with the person with stroke currently affects 
their family and friendship relationships in negative ways at T4. 
This figure is almost double the amount of caregivers who regularly 
perceived negative effects of caregiving on their social life six to 
eight months after the stroke. 
The examination of these selected items helps in understanding 
the 1 ong-term outcomes of caregiving on the primary caregivers of 
persons who have experienced a stroke. The results of these 
descriptive analyses indicate that as a whole caregiver stress and 
burden do not improve over time, nor do the stroke-related 
personality/behavior changes which have occurred for the person with 
stroke. 
CHANGES IN THE MODE OF TRANSPORTATION FOR THE PERSON WITH STROKE 
The continued ability to drive a car has often been anecdotally 
noted by older persons and their family members as a major sign of 
freedom and independence. The loss of ability to drive generally 
curtails a person•s activity, social interaction, and sense of control 
over one•s life. Since transportation has been acknowledged in the 
literature as a major task of caregivers, and a task which often 
creates problems for older caregivers (Unks, 1983), it was of interest 
to look at change in this variable over time. Providing transportation 
for the care-recipient is a primary task for caregivers, requiring 
----------------
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large amounts of actual time as well as scheduling and planning. It 
is, however, one of the few ongoing tasks which is able to be shared 
by other family members as well as by friends and neighbors. 
Table XVIII shows the stroke patient's ability to provide 
his/her own transportation by automobile at each time of data 
collection. Prior to the stroke (retroactively gathered at T1) over 
two thirds of the persons with stroke were able to drive and provide 
their own transportation. At T2 only 23% were able to do so. Because 
there were missing data for about 11 percent of the sample at T3 the 
percentages shown for the persons with stroke able to provide their 
own transportation (25%) and the percentages of persons with stroke 
who are assisted in transportation needs by friends and relatives 
(50%) are potentially under-represented by the T3 numbers on this 
table. There is an increase of at least two percent in the numbers of 
care-recipients able to provide their own transportation at T3. An 
additional two percent of the persons with stroke were able to drive 
at T4. However, fewer than half (38%) of the persons with stroke who 
could drive before the stroke had recovered that capability by T4. 
Among those who indicated that the person with stroke was once again 
independently providing his own transportation were persons who had 
arranged for their car to be adapted with special controls or who had 
changed from driving a car to driving a motorized scooter. Over half 
(57%) of the caregivers in this study were the major providers of 
transportation for the person with stroke at T4. 
:----------- --- -- -
TABLE XVIII 
PERCENT OF T4 SAMPLE INDICATING STROKE PATIENTS• ABILITY 
TO PROVIDE OWN TRANSPORTATION OVER TIME 
Before Stroke TIME 2 TIME 3a TIME 4 
Person with stroke 
able to provide own 73% 23% 25% 27% 
transportation 
Friends and relatives (including caregiver) 
57%b assist with transportation 16% 56% 50% 
a = about 11% of the T3 sample has missing data for this variable. 
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b = because of a slight difference in the measurement of the 
transportation variable at T4 this figure represents the minimum 
percent of friends/relatives who provide assistance with 
transportation for the person with stroke at T4. 
UTILIZATION OF STROKE CLUBS OR CAREGIVER SUPPORT GROUPS OVER TIME 
The final variable of interest in the change over time analysis 
is the utilization of stroke clubs or caregiver support groups over 
the course of the study. As with transportation, there was a slight 
difference in the measurement of this variable between the original 
study and the T4 follow-up. However, comparisons are possible which 
may help in understanding the caregiver•s attitudes and experiences 
with such programs. 
Very few of the caregivers in this study attended stroke clubs 
or support groups. At T2 and T3 respondents were asked if they had 
attended any support groups or stroke clubs, and if those had been 
helpful. At T4 respondents were asked how often they had attended 
caregiver support groups or stroke clubs. The choices were sometimes, 
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often or never. Ten percent of the T4 sample had attended a stroke 
club at least once by the time of the T2 interview. Of those, half 
indicated that the stroke club had been very helpful and the other 
half indicated that it had not been very helpful. At T3 only 7% had 
attended a stroke club meeting since T2. About three-quarters of that 
small group had found the stroke club very helpful and the others had 
found it not helpful. Many of the respondents did not know if any 
stroke clubs were available in their geographical area. Others 
expressed no interest in any type of support group. Some of the 
respondents who had attended a stroke club meeting had found it to be 
very depressing. Most stroke clubs included the persons with stroke 
as well as the caregivers, and some of the caregivers in this sample 
found it not helpful to be with stroke patients who were 11COmplaining 
all the time about how bad it is to have a stroke ... Further 
correlational analysis of attendance at stroke club meetings indicated 
that attendance at a stroke club meeting was significantly correlated 
in a positive direction with perceived burden at both T2 and T3 {r=.28 
p <.01 and r= .27 p<.01 respectively). The respondent • s mention of 
the degree of helpfulness of the stroke club was not significantly 
associated with either depressive symptoms or perceived burden at T2 
or T3. 
Twelve percent of the sample had participated in some type of 
caregiver support group by T4. Of those, about three fourths {71%) 
attended "often" and the others attended 11 sometimes 11 • An additional 
4% of the sample had attended some type of caregiver training program. 
The caregiver training programs were described as being part of the 
:---------- --------- -
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immediate post-stroke therapy for the person with stroke, with the 
caregiver training specifically focused on how to assist the stroke 
patient with tasks such as bathing, dressing and exercise. Even at T4 
attendance at caregiver support groups and caregiver training courses 
were both significantly correlated in a positive direction with 
depressive symptomatology {r=.22, p<.05 and r=.22 p<.05 respectively). 
CONCLUSION 
This analysis of change over time in selected aspects of the 
caregiver's experience supports findings from other studies that 
caregiving is a role which has long-term negative aspects. Time 
itself does not necessarily make things better. 
Especially interesting are the changes over time in the 
depression scores. We have seen a relatively consistent mean score at 
all four points in time, yet ten percent fewer caregivers reported 
levels qualifying them for diagnosis of clinical depression at T4 than 
at Tl. Because there is a prognosis for recovery from stroke, and 
there was evidence of improved health in the persons with stroke in 
this sample between T3 and T4, it is reasonable to expect that some of 
the caregivers will report lower depressive symptoms over time. 
However, the reduction in numbers of respondents who report high 
levels of depression, accompanied by a stable average score over time, 
indicates that some of the respondents are becoming increasingly more 
depressed over time. In addition, the consistent finding of 
significant relationships between attendance at stroke clubs or 
caregiver support groups with depressive symptoms and/or perceived 
::------------· - ---
138 
burden at T2, T3 and T4 indicates the critical need to explore these 
relationships and more closely examine their association with 
caregiver well-being. 
The loss of ability to drive, with its associated dependence on 
the primary caregiver and other persons, also appears to be relatively 
consistent over time. The resulting long-term dependence on others 
could be related to the negative behaviors which in turn are 
associated with negative outcomes for the caregiver. 
Further discussion of the findings of this study, with 
recommendations for policy and practice considerations will be 
presented in Chapter VIII. 
,-------------~------ ---------
CHAPTER VI II 
DISCUSSION AND IMPLICATIONS 
INTRODUCTION 
This study provides significant infonnation about the long-
tenn experience of caregivers of persons with stroke, and adds to the 
body of 1 iterature now available. In addition, the findings have 
generated some directions for future research and have identified 
areas to be addressed in the design and planning of caregiver 
programs. 
This chapter is divided into four sections: 1) discussion of 
the findings in relation to the research questions which were raised 
and the hypotheses which were postulated in Chapter III, 2) discussion 
of the limitations of the study and cautions in interpreting the 
findings, 3) suggestions for further research and 4) presentation of 
the policy and practice implications of the study. 
DISCUSSION OF THE FINDINGS IN RELATION TO THE RESEARCH QUESTIONS 
The first research question queried about the differences 
which might occur in the outcome measures of depressive symptomatology 
and psychological well-being between those respondents who were still 
in the support role for the person with stroke at T4 and those for 
whom the person with stroke had died. Some of the literature has 
,------------- --- ·--
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indicated that the caregivers who are best off at follow-up interviews 
are those for whom the care-recipient is no longer living (Borgatta 
and Montgomery, 1987}. Unfortunately, the findings of this study 
provide inconclusive evidence about this issue. Although there were 
no significant differences on any of the three outcome measures 
between caregivers who were still the primary support person and those 
for whom the person with stroke had died, there was a significant 
correlation between length of time since the death of the person with 
stroke and the measure of depressive symptoms. The respondents who 
had experienced the death of the person with stroke within several 
months of the T4 interview could be expected to be experiencing grief 
and its accompanying depressive symptoms. Therefore, the finding of 
no difference between current and former caregivers in this study is 
interpreted cautiously as being due to the confounding of the grief 
process among the more recently bereaved respondents. It is possible 
that over time they would be significantly less depressed than the 
respondents who remain in a caregiving role. 
The second area of interest was in the tasks and assistance 
which caregivers actually provide for the person with stroke, and what 
type of assistance they themselves receive in providing this help. 
The findings of this study support previous findings that the 
caregiver role falls predominantly to one family member (Horowitz, 
1985; Gibson, 1984; Stone, 1987) and that little regular assistance is 
provided by other helpers. Personal care tasks (bathing and 
dressing), supervision, and telephone check-up were provided by 
approximately twenty-percent of the sample. Assistance with bill-
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paying and correspondence, transportation, shopping, household chores, 
meal preparation, and regular visiting are provided by nearly half of 
the respondents. Most of the caregiver tasks were generated by the 
onset of the stroke. Caregivers who were wives were most likely to 
have been doing regular meal preparation, bill-paying, and household 
chores before the stroke. Fewer than half of the respondents who 
report that they prepare meals for the person with stroke were doing 
that task prior to the stroke onset. None of the caregivers had 
provided bathing, dressing, help with ambulation, or telephone check-· 
up prior to the stroke. 
This study shows that transportation is a significant long-term 
need for persons who have had a stroke. Only thirty-eight percent of 
the persons with stroke who were able to drive prior to the stroke had 
recovered their ability to drive a car several years later. For 
stroke patients who live alone, and for the older couples whose only 
driver was the person with stroke, the loss of independence which 
driving provided could be expected to have negative impacts on both 
the person with stroke and the caregiver. Almost one-fifth of the 
respondents in Unks' (1983) study of elderly wives of stroke patients 
reported that transportation was the most troublesome task they had to 
face as caregivers. This finding has implications for community-based 
transportation policy and planning. 
Respite care is an area which relates to the tasks and 
responsibility of caregiving, even though it is a support service for 
the caregiver instead of something done by the caregiver for the 
person with stroke. Although thirty-five percent of the caregivers 
-------------------- -------- -
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indicated that the_person with stroke was unable to be left 
unattended~ relatively few had respite time provided by family 
members at least several times a month. None of the respondents used 
the respite services of formal agencies. Fifty-two percent of the 
caregivers "sometimes" took time just for themselves (though not 
necessarily away from the home) and twelve percent said they "never" 
were able to take time for themselves. One reason given for not having 
someone come in to the home for caregiver respite was that the person 
with stroke objected to having other people come to stay with him/her. 
Other reasons were lack of financial resources to pay for someone to 
come, and that family and friends "have their own lives." 
Unlike the findings of some other studies (e.g., Zarit et al., 
1986: Cicirelli, 1983), the results from this study showed significant 
correlations between the amount and frequency of caregiver tasks and 
both perceived burden and depressive symptomatology. In addition, the 
amount of help provided for the person with stroke by the caregiver 
was significantly associated with the severity of the stroke. These 
relationships suggest that negative caregiver outcomes for this sample 
are grounded in objective caregiver responsibilities rather than (or 
as much as) in predominantly subjective responses to the caregiving 
role. One might conclude that these findings would support a 
recommendation for affordable and easily accessible community-based 
home health and transportation services as ways to minimize the 
negative effects of providing care for a functionally disabled family 
member. However, the results of the study also show that few such 
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services are actually used by the respondents, perhaps because of the 
high cost of such services if they are used over a 1 ong period of 
time. 
A related finding is that financial strain was not very high for 
this sample of caregivers. Although this finding is similar to that 
of other studies (e.g., Brody, 1985; Stephens and Christianson, 1986) 
and at first glance is interpreted as good news, it is very possible 
that financial strain is low because most caregivers do not purchase 
support services. It is important to note that stroke is an acute 
illness for which treatment, rehabilitation, and home health services 
are covered by Medicare and other medical insurance policies within 
the first six months or so of the stroke onset (Kaufman and Becker, 
1986). Many of the respondents in this study learned their stroke-
related caregiving skills during this period of time in order to 
provide those services on their own when the professional services 
were no 1 onger covered by i nsu ranee. If caregivers were to purchase 
enough professional services to lower the levels of strain, burden, 
and depression which are related to the caregiving role, the reported 
levels of financial strain would probably be very much higher. 
The third area of query in this study concerned identifying the 
correlates and predictors of the outcomes of depressive 
symptomatology, positive well-being, and negative well-being. As we 
have seen in Chapter VI, the characteristics of the caregiver, 
especially as they relate to subjective health, the presence of social 
support and a sense of satisfaction with their support sys terns have 
more weight in predicting caregiver outcomes than do the 
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characteristics of the person with stroke. The lack of significant 
gender differences in strain or burden for this sample may be due to 
the passage of time, as has been noted by Zarit et al. (1986). 
Females in this study reported higher levels of strain than males at a 
significance level of p=.07 which is indicative of slightly higher 
levels than might be attributed to chance. Zarit et al. (1986) found 
that gender differences in strain and burden had disappeared at a two-
year follow-up interview. The authors postulated that husbands were 
ab 1 e to use i nstrumenta 1 task-focused approaches to the caregi vi ng 
role sooner than wives, who needed to deal with the emotional aspects 
of losing a spouse to Alzheimer's disease before they could assume an 
instrumental approach to providing care. 
Although the characteristics of the caregiver contribute more to 
negative long-term outcomes than characteristics of the stroke, it is 
important to note that the severity of the stroke as characterized by 
need for assistance, negative personality/behavior characteristics, 
and communication impairments was significantly related to caregiver 
strain, perceived burden, depressive symptomatology, and negative 
well-being. These significant relationships are in contrast to Wade 
et al. (1986) who found that none of the stroke-related variables were 
related to caregiver depression two years after the stroke. However, 
Wade et al. (1986) measured only functional capacity of the person 
with stroke rather than including other neurological indicators of 
stroke severity. The importance of including the neuro-psychological 
effects of stroke and communication impairments in measures of long-
term stroke severity is one of the important findings of this stu.dy. 
--------------- --
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Pratt et al. (1987) found that the individual items of burden 
which had the highest mean scores for caregivers of both community-
dwelling and institutionalized elders were those which assessed the 
perception that the relative was dependent on the caregiver, the 
perception that the elder feels that only the caregiver can provide 
care, fear of what the future holds for the relative, and stress 
between caregiving and other responsibilities. On the other hand, 
compared to caregivers for institutionalized patients, caregivers for 
community-dwelling elders gave significantly higher ratings to items 
that assessed lack of time for self, negative impact of caregiving on 
their social life and on relationships with friends, and lack of 
privacy. The findings of this dissertation study support those of 
Pratt et al. (1987} that having time for oneself and time to nurture 
one's own personal relationships is very important to the long-term 
psychological well~being of family caregivers. 
Some of the aspects of burden which are highly correlated with 
negative outcomes such as not having time for oneself or one's own 
social life because of involvement with the person with stroke may be 
readily amenable to change through education and training in behavior 
modification and coping techniques (Gallagher et al., 1987). The 
learning of these skills would be useful at any time past the onset of 
stroke, as evidenced by Unks' (1983) finding that the respondents in 
his study expressed greater need for psychological information, 
support, and a rest from caregiving after the first year than they 
felt they needed early after the stroke onset. 
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The caregiver's adjustment to the stroke is an important factor 
in both depressive symptomatology and positive well-being at T4. The 
caregiver's perception that he/she has adjusted "very well" to the 
stroke is associated with lower depressive symptoms and higher 
positive well-being. The question about adjustment to the stroke was 
stated as, "Overall do you feel that you have adjusted to the stroke? 11 
with categories of "no/not quite " to "very well". Verbatim responses 
were recorded to the follow-up question "what are some of the things 
that have made adjustment difficult? 11 or "what has helped you to 
adjust? 11 Content analysis of these responses did not elicit any 
pattern to either adjustment or 1 ack of adjustment. One respondent 
responded, "How do you adjust? I'm surviving." Another said he 
adjusted because of 11 My make-up. I'm able to cope with things." A 
third said, "I've adjusted because there's nobody to do it but me. 
You have to adjust to your confinement. You have to rest. You have 
to adjust to the things you need to do because you can't afford help." 
A sister of the person with stroke said "I love her. If you love 
someone you overlook a lot". And a spouse, whose husband had had the 
stroke almost four years prior to the T4 interview said, 11 I just can't 
accept it. I feel as though I should have better control of my 
emotions. I can't accept seeing him as he is. The (day-care center) 
people have helped me to get him to do more for himself. But it's 
hard to watch him struggle." Another respondent attributed her 
adjustment to the fact that the stroke patient was "determined to be 
independent and didn't give in to the stroke". 
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Several respondents attributed their adjustment to having had a 
career in nursing or having had experience with stroke because another 
family member had survived a stroke. Some other respondents mentioned 
that the speech therapist had been helpful in their adjustment to the 
stroke. Speech therapy was the one component of rehabilitation 
programs that lasted beyond the first six months after the stroke. 
Some of the caregivers at T4 mentioned that speech therapy was still 
being continued for the person with stroke. The long-term relationship 
of the speech therapist with both the stroke patient and the 
caregiver, plus the consistent encouragement and help with 
communication which the speech therapist provides for both persons may 
be key elements in adjustment for caregivers of stroke patients who 
have serious speech impairments. 
An important recommendation from this study for further 
examination is that the construct of adjustment to stroke by the 
caregiver be more clearly defined and tested. Adjustment may be 
understood in two distinctly different ways which are not clearly 
defined in a general question about adjustment. For example, 
adjustment may be understood as an acceptance of the limitations of a 
situation or of impairments. In contrast it may also be understood 
quite differently as the ability to actively seek resources to 
overcome limitations or impairments. "Lack of adjustment" may serve as 
a motivator for seeking assistance and support. The development of a 
reliable and valid scale which would adequately tap the construct of 
adjustment would be a useful contribution to the planning of caregiver 
education and intervention programs. 
---------------------
148 
A fourth set of research questions addressed by the study asked, 
11 Do the primary support persons see themselves as •caregivers•?.. If 
so, what effect does this perception have on the outcomes of 
depressive symptomatology or psychological well-being? What 
relationship does it have to the experience of strain, burden, and 
adjustment to the stroke? 
Sixty-two percent of the respondents in the sample perceived 
themselves to be caregivers. This may be partially due to increased 
awareness of their support role during the course of the study•s four 
interviews, and to the increased visibility of caregiver programs in 
the community. However, almost 40 percent of the same sample did not 
view themselves as caregivers, so it is hard to ascertain the effect 
of having been in the study on the responses to this question. 
The caregiver•s perception that he/she was a caregiver for the 
person with stroke was significantly associated with depressive 
symptomatology but not with negative or positive well-being. 
Perception of self as a •caregiver• was also significantly associated 
with higher levels of perceived stroke severity, so that respondents 
who saw themselves as •caregivers• were likely to be providing more 
support for the person with stroke than those who did not. Although 
only twelve percent of the sample indicated that they had attended 
caregiver support groups or training courses, these coping strategies 
were also highly correlated (not surprisingly) with perception of self 
as caregiver. It is puzzling that attendance at stroke clubs or 
caregiver support and training sessions was significantly correlated 
in a positive direction with depressive symptomatology and perceived 
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burden at all points of data collection after the initial interview. 
Perhaps caregivers who are depressed and burdened are those who are 
most likely to seek support and encouragement from caregiver programs. 
If so, this finding has several implications for caregiver 
interventions and educational programs. An evaluation component, using 
valid and reliable scales.for the outcome measures, should be included 
in every type of program. Data about effectiveness in reducing 
burden, depressive symptoms, and other negative outcomes for the 
caregiver are crucial for developing an adequate array of useful 
programs. In addition, 11 Caregiver Effectiveness 11 or 11 Coping with 
Caregiving 11 classes could provide beneficial skills as well as 
support. Such courses have been developed by Gallagher et al. (in 
press) following the model of 11 Coping with Depression 11 classes which 
were originally developed by Lewinsohn, Antonuccio, Steinmetz and Teri 
(1986). Gallagher et al. (in press) report significant decreases in 
level of depression and increases in morale for respondents in the 
psychoeducational program as compared to a waiting 1 ist condition 
(some of whom were also members of a caregiver support group). Kahan 
et al. (1985) report similar decreases in burden in family caregivers 
of Alzheimer•s patients who have attend such a 11 Coping with 11 course. 
The second issue raised by the finding that perception of 
oneself as a caregiver is associated with negative mental health 
outcomes relates to policy. Should families be expected to provide 
care for family members who are in need of long-term support services 
for chronic disabling conditions even if there are high emotional or 
physical costs involved in providing that care? The emphasis on the 
----------· -- ---
150 
fami 1 y as a major provider of 1 ong-term care for the di sab 1 ed and 
frail elderly is high, and most caregiver studies report with a 
certain degree of pride the findings that families have not abandoned 
their older relatives but in fact are caring for them more than ever 
before (Shanas, 1979a; 1979b; Cantor, 1983; Brody, 1985; Stone, 1987). 
However, Borgatta and Montgomery (1987) postulate that caregiving by 
the informal system may be due to the lack of other options rather 
than to personal choice. Spouses have the least choice in alternatives 
for care because the elderly do not have the right to public 
assistance unless they are in financial need. A spouse, therefore, 
must share in the poverty necessary to obtain publicly-funded 
services. Adult children, on the other hand, may pay for assistance, 
let the parent pay for assistance, perform the helping tasks, or allow 
the parent's income to diminish to the point of eligibility for 
services. They have more choices than spouses, and they do not have 
to share in the poverty necessary to obtain services if spending-down 
the income is the only alternative. Borgatta and Montgomery (1987) 
suggest that the evidence that adult children who are primary 
caregivers tend to seek and use more formal services than do spouses 
reflects their greater choices and the abi 1 i ty to use the parent • s 
resources to pay for services at no cost to themselves. Spousal 
caregivers, on the other hand, must consider the expense of services 
in relation to the financial resources of the marital dyad. Borgatta 
and Montgomery (1987) indicate that the additional evidence that 
middle-class children tend to provide more financial assistance and 
working-class children provide more direct service presents another 
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reason to believe that when alternatives are available direct 
caregiving is not the option that is most often chosen. Their 
ultimate conclusion, which is discussed in more detail later in this 
chapter, is that families assume the role of the caregi~er as a 
consequence of values imposed by public policy rather than from their 
own personal values. 
DISCUSSION OF FINDINGS IN RELATION TO THE HYPOTHESES 
We have seen in Chapter VI that the first hypothesis, that 
caregivers who 1 i ve with the person with stroke wi 11 ex hi bit more 
depressive symptoms, higher negative well-being, and lower positive 
well-being than those who do not was not supported by the findings. 
The lack of support for this hypothesis may have been due to several 
factors. The first is that the distribution of caregivers living with 
versus apart from the person with stroke was not ba 1 anced between 
spouses, adult children, and other caregivers. Whereas all of the 
spousal caregivers were 1 i ving with the person with stroke, eight 
percent of the non-spousal caregivers were caring for stroke patients 
who were placed in long-term care facilities. Studies which have 
compared the well-being of caregivers who have placed a relative in a 
long-term care facility and those who have not indicate that negative 
outcomes remain high for the caregiver even after placement (Pratt et 
al., 1987; Zarit et al., 1986}. In addition, Cicirelli's (1981} 
construct of 'filial anxiety• which states that adult children become 
anxious, concerned, and protective when a parent becomes dependent, 
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may be operating to increase the levels of negative outcomes for adult 
children who live apart from the parent who has suffered a stroke. 
A third possible factor in the finding of no difference between 
the two groups is that several of the spousal caregivers who had been 
caring for a severely impaired person with stroke at home did not 
participate at T4 either because the stroke patient had died within 
the past month or because they were too heavily involved in the care. 
One wife was not able to participate when called because she was 
taking her husband to the hospital and asked to be called back in a 
few weeks. She was heavily stressed again when called the second 
time, and requested a call back after the Christmas holidays. When 
contacted in January, she said that her husband had died a few days 
after Christmas. Another caregiver who was caring for a severely 
disabled husband had a stroke herself between the telephone interview 
and the time she was able to complete and return the self-report 
packet. The data from her entire interview were omitted from the 
study because the missing self-report packet included outcome measures 
as well as the measures of perceived burden, the Barthel Index, and 
the measure of stroke-related personality/behavior changes. 
Therefore, the i nabi 1 ity of the heavi 1 y stressed spouses who were 
living with severely impaired stroke patients to participate at T4 may 
have also contributed to the finding of no difference between the 
caregivers who lived with versus apart from the person with stroke at 
T4. 
The second set of hypotheses, which postulated that an index of 
stroke severity comprised of behavioral changes, assistance needed, 
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and communication impairments would be significantly related to the 
well-being outcomes, and that high levels of stroke severity would 
result in high stress, high depressive symptomatology, high negative 
well-being and low positive well-being were all supported by the 
findings. The extent of stroke severity is not necessarily measured 
only by functional capability of being able to adequately manage the 
activities of daily living (ADLs). The finding that caregiver 
adjustment to the stroke is significantly related to the measure of 
perceived stroke severity but not to the Barthel Index measure of 
functional capacity provides support for the suggestion that a 
comprehensive measure of long-term stroke severity should include 
residual negative personality/behavior characteristics and 
communication impainnents as well as physical disability (Tompkins et 
al., 1988). 
The third hypothesis proposed that stroke-related caregiver 
stress would have main effects on caregiver depression, negative well-
being, and positive well-being. This hypothesis was supported by the 
findings of this study. Both strain. and perceived burden were 
significantly correlated with the outcomes, and perceived burden 
itself was a significant predictor of negative well-being at T4. 
It is clear from several studies that the relationship between 
the severity of the care-recipient's impairments and the experience of 
burden by the caregiver is very complex (Zarit et al., 1986; Morycz, 
1985; Pratt et al., 1987). For the caregivers of persons who have had 
a stroke, the complexity of this relationship may well relate to the 
negative personality/behavior changes discussed above. Zarit et al. 
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(1986) suggest that although the patient•s impainnent may have been 
the initial cause of perceived stress, the intensity of the burden 
which was felt by the caregiver depended on how well the caregiver 
coped with specific problems and what resources were available, 
especially for assistance with tasks and occasional relief from 
caregiving. 
The final set of hypotheses postulated that certain social 
support variables and coping variables would have buffering effects 
between stress and both depressive symptoms and negative well-being. 
The only significant buffering effect was found for satisfaction with 
the quality of the caregiver•s social contacts. Caregivers who were 
very satisfied with the quality of their social contacts had 
significantly fewer depressive symptoms in conditions of high strain 
and high perceived burden than those who were less satisfied with the 
quality of their social support system. No hypothesized buffering 
effects were found for either satisfaction with amount of social 
contact, presence of reciprocal confiding relationships, perceived 
availability of social support, or coping strategies. 
The importance of satisfaction with the quality of social 
support as a significant buffer which lessens caregiver depression in 
situations of high stress and burden points to the need to develop 
intervention programs or information dissemination which increases 
awareness of family members and friends of caregiver stress and 
concerns. New educational programs are now being offered by hospitals 
to teach community volunteers the skills for making supportive and 
helpful hospital visits; perhaps similar community-based programs 
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could be developed for people whose close friends or family members 
have primary caregiving responsibilities for an impaired adult. Pratt 
et al. (1987) found that family caregivers do not always know how to 
mobilize their support systems for their best advantage. Therefore, 
they too suggest developing programs which would involve the support 
persons of the primary caregiver or would teach the caregiver skills 
to use in mobilizing support for themselves in their caregiving tasks. 
The study presented in this dissertation has tested uni-
directional relationships between the variables in the model. Because 
the variables measuring adjustment, coping, and perception of self as 
caregiver were added at T4, a potential aspect of the model not tested 
in this study are the effects over time of the interaction between 
these responses to the caregiving role and strain, burden, and even 
the personality/behavior characteristics of the person with stroke. 
An important next step in stroke patient/caregiver research would be 
to test the effect of caregiver behaviors on the stroke severity and 
stress measures. It is likely that a feed-back loop could exist, 
especially if the caregiver were to learn specific communication or 
coping skills which might either improve the stroke patient's 
behaviors or the experience of stress and burden for the caregiver. A 
recent study which has investigated the effects of stroke on both the 
person with stroke and the caregiver {Stephens et al., 1987) has found 
that stroke patients• experience of negative interactions with their 
caregivers is a significant factor in lower morale and greater 
psychiatric symptoms in the stroke patient. These negative 
interactions were most likely to be identified in the area of unwanted 
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assistance with basic ADLs (specifically dressing and grooming). The 
interactions between the stroke patient and the caregiver over time 
could be tested by this model and provide even more specific data to 
enhance our understanding of the long-term impacts of stroke on both 
persons. 
LIMITATIONS OF THIS STUDY 
The fact that the sample was not generated by random selection, 
and that respondents of lower socio-economic status did not remain in 
the study over time, limit the generalizability of the findings to 
other populations. However, since the findings provide evidence of 
the relationship of lower income with higher levels of burden and 
depressive symptoms, it is reasonable to think that respondents of 
lower socio-economic status will have even greater negative impacts 
from providing care for a person with stroke than have the respondents 
in this study. Since many caregiver intervention and education 
programs are hospital-based it is recommended that special efforts be 
made by hospital discharge planners to connect persons of lower socio-
economic status with the caregiver outreach programs. 
One of the strengths of this study is the method of sample 
selection. Unlike some studies of the effects of caregiving which 
have drawn samples from caregiver support groups or from self-
identification of caregivers (e.g., Pratt et al., 1987; Zarit et al., 
1986; Stone, 1987), the caregivers were named by the person with 
stroke him/herself as being a primary support person. This selection 
process may tend to offset the non-random selection process and enable 
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us to interpret the findings as generalizable to populations of 
persons who are providing care and support for a functionally disabled 
person but do not particularly identify themselves as "caregivers 11 • 
AREAS FOR FUTURE RESEARCH 
The findings of this study suggest a need for future research in 
several areas. The first area relates to bio-medical research on 
stroke itself. Basic research on the causes and prevention of stroke 
must continue to have high priority in medical research. Mortality 
rates from stroke have declined 1 argel y through treatment of 
hypertension and the technological capability for preventive surgical 
procedures (Ratcheson and Selman, 1987) but morbidity rates and 
disability remain high. The long-term disabilities which a stroke 
leaves in its wake have been clearly seen in this and other studies 
(Silliman et al., 1988; Stephens et al., 1987; Jones and Vetter, 
1984). Persons with stroke often require long-term periods of 
nurture, support and caregiving which may seriously and negatively 
affect the caregivers. Twenty-eight percent of the stroke patients in 
this study had at least one additional stroke between T1 and T4. 
Thirty percent of the respondents said that worry about another stroke 
was their major stroke-related concern at T4. As several explained, 
their real fear was that the next stroke would be "even more 
devastating .. , and that neither the family nor the person with stroke 
would be able to cope any longer. 
A second stroke-related need for research lies in extending 
the research on rehabilitation for stroke patients. Especially 
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important is research to test the value of intermittent rehabilitation 
geared to teaching and practicing self-management ski 11 s, adaptation 
skills, behavior modification, and socialization. Such a program was 
developed by Pacific University in Forest Grove, Oregon (Tangeman, 
Banaitis, Williams & Wingfield, 1987) for stroke patients who had 
experienced their strokes at least one year before entry into the 
program. Analysis of the results showed significant improvements in 
activities of daily living functions and in interest and pleasure in 
socialization. One regular activity of the 5-week intensive program 
at the Stroke Management Clinic was having lunch at a restaurant. 
Quite a few of the stroke patient participants had not done so since 
the stroke, and they were able to overcome their feelings of 
uneasiness and embarrassment in a social setting. This finding 
relates to Hyman•s (1971) concept of stroke patient•s residual sense 
of 11 stigma 11 even when severe functional disability is not apparent. 
Although the Stroke Management Clinic did not include a program 
for caregivers, at least two of the respondents in the T4 study 
mentioned that their spouses had attended the Pacific University•s 
Stroke Management Clinic five-week program. These respondents said 
11 it was the best thing that happened for both him and for me... The 
fact that these respondents experienced beneficial effects from the 
stroke patient • s participation suggests that future research should 
examine the bi-directional effects which occur with caregiver or 
stroke patient interventions over time. 
In addition, the suggestion made by Tompkins et al. {1988) that 
called for extension and further validity and reliability testing of 
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the personality/behavior characteristics scale which was used 
throughout this study is supported by the T4 findings. This scale, 
which was developed by Rau (1986) for use in this study at T2, has 
been an important indicator of some of the lasting effects of stroke 
which are likely to have significant long-term impacts on the mental 
health of the caregiver. 
The second set of areas identified for research by the findings 
from this study relate to the planning and implementation of caregiver 
programs. It has been suggested earlier that an evaluation component 
be part of every caregiver intervention program. The evaluation 
should be designed as a pre-test/post-test study. Although the ideal 
would be to have a control group, it might not be possible for both 
ethical reasons (withholding helpful information from a caregiver in 
distress would not be acceptable research procedure), economic 
reasons, and the lack of training by program staff to carry out a 
relatively sophisticated evaluation. However, it seems possible that 
a valid and reliable program evaluation instrument could be developed 
by experienced caregiver researchers and used nationally by a variety 
of caregiver programs to test the effectiveness of programs in 
decreasing caregiver distress. Such an evaluation instrument would be 
most helpful if it were geared to measuring outcomes in relation to 
different caregiver groups such as caregivers of the neurologically 
impaired, caregivers of persons with Alzheimer•s disease, or 
caregivers of frail elderly. The heterogeneity of caregiver 
measurements and programs is an area which has been recognized as a 
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problem (Gallagher et al., in press) but has not yet been developed in 
the literature. 
Another recommendation for further research based on the 
findings from this study is that longitudinal studies be designed 
which tap the recursive nature of caregiver/care-recipient behaviors 
and outcomes. Such studies might be very much like a replication of 
the first three waves of this study but with caregiver adjustment, 
coping, and perception of self as caregiver included from the 
beginning. 
In sum, it is important to recognize that burden and general 
distress may stay high or even become worse over a period of several 
years for the primary caregivers of persons who have had one or more 
strokes. That finding was also supported by Unks (1983) who noted 
that the wives who had been caregivers for their stroke victim 
husbands the longest (four to five years) had the lowest morale scores 
in the entire sample. Longitudinal research which would tap the 
dynamic effects of the interactions between the caregiver and the 
person with stroke, perhaps in the context of an intervention program, 
would be beneficial for further understanding of how to improve the 
1 ong-term outcomes for caregivers of persons with stroke and other 
neurological impairments. 
IMPLICATIONS OF THE STUDY 
As mentioned in an earlier section of this chapter, several 
major issues emerge from. the findings in this study. The most major 
one concerns the need for a national health policy which acknowledges 
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the need for affordable and accessible services to caregivers for 
persons of all ages whose capacity for self-care is restricted. 
Although efforts are being made to consider ways to fund the provision 
of such services in the community, the approach to such considerations 
seems to be more from a cri s i s-ori en ted incrementa 1 position rather 
than from a clear set of goals and purposes. Increased longevity, 
combined with increased numbers of persons who have survived but are 
chronically disabled by strokes, or heart disease, has created a new 
population of persons in need of community-based support services 
(Hughes, 1985). Decision-makers in the policy arena cannot simply look 
at ways to save money on the care of severely impaired persons who 
need constant nursing care. They must begin to consider ways to meet 
the needs of this new population. There must be specific goals and 
objectives which address the issues of quality of life for the 
chronically disabled and their caregivers, and which have a purpose of 
providing equitable access to affordable and comprehensive services. 
Borgatta and Montgomery (1987) suggest that most policy analysis 
in this area has been to conceptualize the problem as one of achieving 
a ba 1 ance of respons i bi 1 ity between the fami 1 y and the state. They 
argue, however, that policy analysts should look beyond the existing 
structures and the personal value systems on which current policies 
are based. Instead of the current basis of assuming that the family 
should be the primary provider of chronic care, they suggest that 
policy should be based on the question 11 How does the state assume 
responsibility for the care of elderly persons who are unable to care 
for themselves? 11 and not the question of how the state can 11 support 11 
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the family in its caregiving role without spending too much money or 
without substituting paid services for those which had previously been 
supplied for free. 
Several studies which have compared health care policy in 
several different countries (Gibson, 1984; USGPO, 1984; Kane and Kane, 
1985) note that the expansion of programs to meet new needs is 
directly associated with the wealth and financial resources of the 
country. Kane and Kane (1985) suggest that the United States could 
benefit from the experience of Canada, in which several of the largest 
provinces have made nursing home and home care benefits available 
without means-testing and with relatively little consumer cost-
sharing. Kane and Kane (1985) argue that if strategies such as case 
management are developed to allocate resources, encourage appropriate 
quality, and control costs in programs with high natural demand, 
universal access to services for persons with chronic disabilities may 
not only be cost effective but may actually result in holding down the 
costs of such programs. 
A major policy concern about providing services to the elderly 
which families have already been providing has been that provision of 
supportive services by the formal system would replace the family as 
the provider of care for the functionally disabled. However, studies 
have shown that this has not happened, and a general conclusion of the 
1 iterature is that formal agency support appears to be an extension 
of, rather than a substitute for, services provided by the family. 
Formal help frequently appears to fill service gaps, rather than 
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substitute for services, especially in cases where older persons 
require intensive and frequent assistance (Gibson, 1984). 
Expansion of in-home services has been seen by some researchers 
to enhance and strengthen the capabilities of families to care for 
their older members as opposed to undermining family support (Gibson, 
1984; Stone, 1987; Stephens and Christianson, 1987). However, 
expansion of in-home services, and the development of guidelines which 
allow access to those services at reasonable cost, has its own 
important policy implication which cannot be ignored. People who are 
caring and qualified must be willing to provide those services and 
fill the jobs created by increased demand. Oregon, a state which has 
supported in-home and community-based services for Medicaid clients 
s i nee 1981, is now ex peri enc i ng a 1 ack of workers to fi 11 the home-
service jobs in the health-care arena (Nonnenkamp, personal 
communication). Homemaker and home health aides who work for agencies 
such as Visiting Nurses• Association are paid low hourly wages and are 
not provided with healthcare insurance or other employment benefits. 
Concomitant with developing a public policy which increases demand for 
these services will be a policy to provide screening, training, and 
adequate wages for the people who will be needed to provide them. 
The second major issue which arises from the findings in this 
study regards caregiver intervention programs. It is clear that 
inclusion of the caregiver in the treatment plan of a chronically ill 
or disabled person is important. In addition, it seems that models of 
caregiver intervention and education programs could be developed which 
would be tested for their results in decreasing depression, burden, 
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and negative well-being. Unless public pol icy is developed which 
removes the primary responsibility of caregiving from the family, 
caregivers are likely to to be involved in long-term support of more 
than one elderly relative. Interventions which could teach "stress 
management" skills or "coping" skills might well serve to protect the 
caregiver from being drained by the initial caregiving experience. 
SUMMARY AND CONCLUSION 
Throughout this study on the caregivers of persons who have 
experienced a stroke we have seen that in general the experience of 
caregiving is a stressful one with some long-term negative impac~s on 
the caregiver. The fact that family members do supply personal care 
services to functionally impaired relatives for very long periods of 
time is a generally new phenomenon in our society. The consequences 
of a public policy which does not provide access to supportive 
services may prove counter-productive over the next few decades as 
families' resources to continue caregiving are diminished. 
Recommendations which arise from this study include 1) the 
development of a national policy which provides for direct access to 
affordable community-based personal care and support services to 
persons whose capability for self-care is restricted, and 2) the 
development of programs for family members and their own support 
persons which will teach effective skills in coping, communication, 
and stress-management. 
=----------- --- ·-- --
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June 1987 
Dear Friend, 
PORTLAND 
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176 
I'OR II AND. ORfCCJN 
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51HiU1J.~; 1'1 
About two years ago you participated in the Stroke Study conducted by the 
Institute on Aging at Portland State University. The study provided valuable 
information about the effects of stroke on the lives of stroke patients and their 
families during the first year following an initial stroke. 
The long term effects of stroke, and adjustment to them, are often just as 
problematic as the early effects. Not much is known about living with the effects 
of stroke over a longer period of time. In order to find out more about this from 
people who have already shared their initial experience and response to stroke, we 
are conducting a follow-up interview by telephone during the summer. 
The telephone interview will be about a half hour long, and will be done 
with just the family member or friend who participated in the first study (the 
support person) rather than with both the support person and the person who 
·had the stroke. The purpose of this follow-up interview is to learn about the 
specific needs and concerns of those who provide care and support for people who 
have had strokes. 
I hope you will be willing to participate. I will call you within the next few 
weeks to answer any questions you may have about the study and to set a 
convenient time for the interview. All information is confidential and will never 
be identified with you by name. Of course you have the right to refuse to 
participate. 
If you have any questions, please call me at the Institute on Aging, Portland 
State University. The phone number is 229-3952. You may also talk with 
Dr. Nancy Chapman, Acting Director of the Institute on Aging, about the study. 
I look forward to talking with you. 
Sincerely, 
~J~ 
Alice Scannell 
-------------------
APPENDIX B 
INFORMED CONSENT 
STROKE PROJECT 
PORTLAND STATE UNIVERSITY INSTITUTE ON AGING 
Informed Consent Form 
(Primary Informant) 
I have been asked to participate in the study, "Social Network 
and Well-Being Changes Caused by a Disabling Stroke", which is 
being conducted by Richard Schulz, Ph. D., Principal Investi-
gator, and Marie T. Rau, Project Director, of the Institute on 
Aging ~t Portland State University. 
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The purpose of the study is to learn more about the social support 
systems of persons who have had a stroke and their families, how 
the nature and amount of support may change over time, and how 
these changes in social support are related to the sense of well-
being experienced by stroke victims and their families. It is 
hoped that this research will help us to learn more about the 
psycho-social aspects of stroke, and what role an individual's 
social support system plays in recovery from a stroke. 
I will be asked to respond three times to a questionnaire about 
those persons and types of social support which are important 
in my life. There will ~!so be some questions regarding my current 
health and life situation as I view it. I understand that I will 
be interviewed in person or by teJephone, and that these inter-
views will take place in my home or in the hospital If In-
person. I will be reimbursed for mileage costs which might 
result from the completionnof these Interviews. The first inter-
view will take place 3 to six weeks after my 
stroke. The second interview will be held 6 ~m--0--n~t~h~s~a~f~t--e--r~t~h~e~--­
first interview, and the third interview will take place 6 months 
after the second interview. Each interview should take about 
an hour of my time. 
I- also understand that my who has suffered the 
stroke may be asked to respond to some of the same, or similar 
questions. I agree to allow persons conducting this research 
to obtain certain information regarding my stroke 
from his/her physician, therapists, and/or from medical records, 
with his/her physician's approval. I understand that at all 
times our right to privacy regarding any of the study information 
will be strictly safeguarded and protected. Neither I nor my 
will be personally identified on any of the 
questionnaire forms, in any of the data analysis, or in any pub-
lished reports of the study. 
I have been assured that participation in this study should in-
volve little risk or discomfort. I may discontinue my parti-
cipation in the study at any time if I find any part of the 
procedure to be uncomfortable or objectionable. I understand 
that either Dr Schulz or Mrs. Rau (Institute on Aging, phone: 
229-3952) will be happy to answer any questions I may have 
about the project. 
Informed Consent (P. I.) 2. 
I understand that I am free to refuse to participate or to 
withdraw from participation in this st~dy at any time. 
I have carefully read or had read to me and understand the 
foregoing. I hereby voluntarily consent to my participation 
n the experimental procedures as described above. 
Name of Subject 
Signature of Subject Date 
Name of Witness 
Signature of Witness Date 
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Name of Person Obtaining Signatures 
------------ ·----·--·---- ---
-------- ------ -----
APPENDIX C 
TIME 4 INTERVIEW 
Stroke Study Time 4 Telephone Interview 
THE PSYffiOSOCIAL IMPJICTS CF CJIREGIVING 
00 THE PRIMARY SUPPCRT PERSOOS a= SlRCl<E VI Cfl MS 
Dyad I.D.I# ___ _ Respondent code 1 
Interviewer Date of T3 interview 
----
Date _1_1_. 
Time begin ____ _ SV relationship to PI 
Time end 
----- {from records) 
IF SlRCJ<E VICfiM IS DECEASED. ENTER DATE CF DEATH: _/_/_. 
(EDITOR: calculate # of months between T3 interview and date of 
181 
sv•s death • Also calculate # of months between SV1s death and Til 
(99 = na} 
interview(,.., 9,...,9..--__ n_a--=-) 
Thank you very much for taking the time to talk with me. As you know. this 
interview will take about 30 minutes. so if you need to take a break or get a cup 
of coffee. please let me know. All of the information you share is 
confidential. and your answ~rs will never be identified with you by name. 
Some of the questions in the interview will ask about changes since we 
talked with you last time. Our last interview with you was on 
INTERVIEWER NOTE: SKIP All QJEST IOOS MARKED WITH AN * IF SlRCJ<E VICTIM IS 
DECEASED. 
The first set of questions are for general background information. 
1. What is your age now? 
-----
*2. What is ____ •s (sv1s) age now? 
Stroke Study Time 4 Telephone Interview 
3. Has there been a change in your marital status since the last interview? 
0 = no 
1 =living as married 
2 =married 
3 =widowed 
4 = separated 
5 = divorced 
6 = I iving alone 
8 = refused/dk 
9 = mi 
4. Have there been any changes in your employment since the last" interview? 
0 = no (GO TO Q. #7) =yes 
5. Was your employment change triggered by the stroke? 
0 = no (GO TO Q. #7) 1 =yes 
9 = na/mi 
6. Why did you change employment? (ASK AS <J>ENEN!E)--INTmVIEWER OlE). 
1 =Needed to have more time to care for the stroke victim 
2 =Needed to replace a regular income which was lost due to the stroke 
3 = Needed to have more money for medical expenses 
4 = other __________________________________________________ _ 
9 = na/mi 
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7. Has your standard of living (economically) changed since the last interview? 
0 = no (CD TO Q. 1#9) = yes 8 = dk/ref 9 = na/mi 
8. Is it now better or worse? 
0 = worse 1 =better 8 = dk/ref 9 = na/mi 
9. Have you changed your residence since the last interview? 
0 = no (GO TO Q. f# 1 2 ) 1 =yes 
10. Was your move triggered by the stroke? 
0 = no 1 = yes 9 = na/mi 
2 
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11. Why did you move? (Ask as openended question; interviewer circle as many as 
apply. RECrnD VERBATIM ANSWER F<R 11other11.) 
1 =we needed a smaller place. easier to take care of 
2 = we needed a less expensive place 
3 = stroke victim needed a place which was easier to use and get around in 
4 = we wanted/needed more services 
5 = other 
-----------------------------------------
8 = refused/dk 
9 = na/mi 
HEAL:rn STAlUS 
Now I am going to ask a few questions about your health: 
12. Do you have any chronic health problems such as diabetes. heart disease. high 
blood pressure. arthritis. or any other condition? 
LIST=-------------------------------------------------
Total Number Health Probs. -----
13. Have any of these come about since the stroke? 
Total m.nber since stroke--.,.-...,.......-
9 = na 
14. Have you been hospitalized in the last year? 
0 =no (GOTOQ. 117) 1 =yes 
15. How many times? -=-g-_-n-a 
3 
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16. Why were you hospitalized? (RECmD VERAATIM RESPOOSE; IDITIR CWE) 
Code: 
1 = illness 4 =other 
2 = surgery 9 = na/mi 
3 = mental health problem 
17. About how many times have you visited the doctor in the past 
year. other than for regular checkups? __ _ 
I visits for medical problems __ _ 
I visits for mental health problems __ _ 
18. How would you ratn your overall health at the present time? Would you say 
it is (READ OIOICES) 
1 = excellent 
2 = very good 
3 = good 
4 = fair 
5 = poor 
8 = refused/dk 
9 = mi/na 
19. Is your health now better. about the same. or worse since the last 
interview? 
1 = better 
2 =same 
3 = worse 
8 = refused/dk 
9 = mi /na 
4 
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SlR<l<E--PERCEPTI 005 AID FEELINGS 
(IF SV IS DECEASED, GO TO Q. 135) 
*Now I would like to ask some questions about __ •s (SV's) health and other 
things related to the stroke. 
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*20. •s (SV's) residence: (Interviewer code. Ask directly only if not 
a I ready known). 
1 = lives alone In own home/apartment 
2 = I i ves w i th primary support person 
3 =with another family member or co""anion 
4 =foster home or licensed care facility+ 
(+ = if yes, ask Q. 21) 
5 = is in hospital 
6 = other (specify) ----------
9 = na/mi 
*21. Ask only if SV is in a foster home or licensed care facility: What were the 
circumstances that led to •s move to a foster home (or licensed care 
faci I ity?) REaR> VERBATIM~E: EDITm alE) 
Code: 
1 = dec I ine in sv's health 
2 =decline in sv's physical functioning 
3 = decline in respondent's physical health 
4 = respondent could no longer cope 
5 = stress and strain on caregiver (OfHBR THAN RESPONDENT) 
6 = in-home paid help was not satisfactory 
7 = other .----------------------------------------8 = dk/ref 
9 = na/mi 
*22. Has had any other strokes since the first one? 
--------
0 =no (GO TO Q. 125) 1 =yes 
How many? Number of additional strokes 
?09~==-=n:-::a~ 
*23. How many times was------ hospitalized for those strokes? 
N...Wer of hospitalizations...--~~-
9 - na 
5 
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*24. What kind of physical or functional changes occurred with the additional 
strokes? (REaR> ~TIM RESPOOSE: EDI"RR aD:) 
COde: 
1 =decreased functional capacity 
2 = speech affected 
3 =negative personality/behavior changes 
4 =positive personality/behavior changes 
5 = other 
9 = na/mi 
*25. At this time, are you concerned about the possibility of another stroke? 
0 = no (GO 10 Q. #27) 
*26. Are you (REPD Q{OI<ES) 
1 =a little concerned 
2 = moderately concerned 
3 = very concerned 
9 = na/mi 
1 = yes 8 = ref/dk 9 = na/mi 
*27. What other chronic illnesses such as diabetes, heart 
disease, high blood pressure, arthritis, or other health problems does 
___ (.SV) have at this time? 
Total nurrber SV health problems=---
9 = na 
*28. Has ____ been hospitalized in the past year? 
0 = no (GO TO Q. #31) 
*29. How many times? .,----
9 = na 
1 =yes 
6 
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*30. Why was---hospitalized? (REaR) VERBATIM RESPONSE; IDITIR OlE) 
Code: 
1 =illness 4 =other 
2 = surgery 9 = na/mi 
3 =mental health problem 
*31. In your view. is •s health now better. about the same. or worse since 
the last interview? ---
1 = better 
2 = same 
3 = worse 
8 = refused/dk 
9 = mi/na 
*32. In your view. in terms of needing help. how severe are •s physical 
health problems now? Would you say they are (REPO OIOICES) ---
1 = no problem 
2 = mild problem. needs I ittle or no help 
3 = moderate problem. needs some help 
4 = serious problem. needs alot of help 
5 = very severe problem. needs help with almost everything 
8 = refused/dk 
9 = mi/na 
*33. The next 2 questions are about •s ability to 
communicate with you personally and with others. Tell me which of the following 
statements best describes __ •s communication with you: (REJID OIOICES) 
1 =Speaks and is usually understood 
2 =Speaks but is understood only with difficulty 
3 =Uses mostly structured sign language (includes yes/no responses. 
symbol board, or writes to communicate) 
4 =No communication 
9 = na/mi 
*34. How about •s convnunication with other people? 
--- (CDE AS IN Q. #33) 
7 
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CAREGIVER RQE 
Now I'd like to ask some questions about your role as a support person for 
someone who had a stroke. 
IF STRa<E VICfiM IS DECEASED. ASK OOESfiOOS 35-q8 IN TilE Fll...lOWING MJ\NNER: 
"WilEN YUJ WERE lAST CJIRING F<R DID YOU ••••••• ". "AOOUT lOY MANY FAMILY. 
MEMBERS HElPED YUJ ORE F<R 00 A RBlJL/IR BASIS". etc. 
35. I have a list of different kinds of assistance which people who have had 
strokes may need. As I read each Item. I'd like you to tell me If is (was) 
able to do this for him/herself. If you do (did) it. and if someone else (such as 
an agency. other family member. friend. or private arrangement) helps (helped) 
with that task. As we do each one. please also tell ·me how often each of you do 
(did) these things. 
Provider Code: 
1 = respondent 
2 = respondent's spouse 
3 = other rami ly member 
q = friend/neighbor 
5 : social service/ 
hea I th agency 
6 = private (paid) arrangement 
7 = faci I i ty where sv I ives 
8 = other (church groups, etc.) 
Frequency code: 
0 = same as before stroke 
1 =several times a year. 
2 =monthly 
3 = 2-3 times a month 
q = weekly 
5 = 2-q times a week 
6 = daily 
9 = na/mi 
09 =stroke victim does this him/herself 
or does not need this task done 
10 = sv needs but does not have help 
99 = na/mi 
sv <h!s this 
or ~n't reed 
01 =meal preparation 
02 = feeding 
03 = dressing 
oq = bathing 
05 =walking/help with 
mobi llty 
06 =transportation 
07 = shopping 
8 
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Provrder Code: 
1 = respondent 
2 = respondent's spouse 
3 = other rami ly member 
4 = friend/neighbor 
5 = social service/ 
health agency 
6 = private (paid) arrangement 
7 = rae iIi ty where sv I ives 
8 =other (church groups, etc.} 
Frequency Code: 
0 = same as before stroke 
1 =several times a year 
2 =monthly 
3 = 2-3 times a month 
4 =weekly 
5 = 2-4 times a week 
6 = dally 
9 = na/mi 
09 =stroke victim does this him/herself 
or does not need this task done 
10 = sv needs but does not have help 
99 = na/mi 
sv roes this 
or d:Jesn' t reed 
08 = household chores 
09 = house and yard 
maintenance 
10 = general supervision 
11 = keeping corrpany 
(visiting) 
12 =paying bills and 
doing correspondence 
13 = check on by phone 
1q = someone to stay 
w i th {SV} when 
you are gone 
15 = other (specify) 
Editor Compute: Total tasks needing assistance srnce the stroke-----
Total tasks done by respondent {provider 11) -----
Total tasks done by informal system {provider I 2,3,4,6,7) ______ 
Total tasks done by formal service system (provider IS)----
9 
1B9 
190 
Stroke Study Time 4 Telephone Interview 
(INTERVIEWER NOTE: IF SV HAS BEEN DECEASED F<R MeRE 1HAN ONE YEAR. SKIP WESTIOOS 
36-40) 
36. About how many family members have helped in the past year 
on a regular basis? 
9 = na 
37. About how many friends and neighbors have regularly helped 
you do things for ____ in the past year?-.,.---
9 - na 
38. About how many social service or health agencies have helped 
you in the past year? ----
9 = na 
39. In the past year. did you seek information about services or benefits for 
• or make arrangements for benefits. services. or assistance on ----,.,,s,.....,.b~ehalf? (Probe: such as veterans benefits. social and health services. 
transportation. etc.) 
0 = no (GO TO Q. lf41) 
1 = yes 
8 = dk/ref 
9 = na/mi 
40. About how often in the past year have you sought information or made 
arrangements for services or benefits on behalf of ? 
1 = 1-4 times 
2 = 5-1 0 t i mes 
3 = about once a month 
~ =several times a month 
5 = weekly or more 
8 = dk/ref 
9 = na/mi 
41. On a scale from one to five. with one being not very difficult and five being 
very difficult. how hard would you say it is (was} overall for you to get helpful 
information or to arrange for benefits. services. or assistance after the stroke? 
1 2 3 4 5 (not very difficult) (very di ff icul t) 
10 
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42. What are (were) some of the difficulties? (REaRJVffiBATIM RESPONSE; EDinR 
ax:E) 
Co e: 
00 = none/no response/don't know 
01 =didn't know what questions to ask 
02 =it takes awhile to know what services are available 
03 = sv is critical of paid care providers--they won't stay 
04 = sv is critical of paid care providers--insists I find someone else 
OS = sv refuses help from outsiders 
06 = services are too expensive to have on a regu·lar basis 
07 =there are waiting lists for the services I need/ too much red tape 
08 = other 
99 = na/mi 
11 
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PERCEIVED STRESS 
43. Sometimes people who help others worry about getting sufficient help or 
assistance for them. On a scale from one to five, with one being not at all and 
five being quite alot, how much would you say you worry about getting sufficient 
help for ? 
2 3 4 5 
(not at all) (quite alot) 
44. 11m going to mention several areas in which people who help others sometimes 
experience stress or strain. On a scale of 1 to 5, with 1 being little or no 
strain and 5 being a great deal of strain, how much physical strain do (did) you 
experience overall in caring for ? (IF SV IS IN LlC FACILITY, ASK IN 
TERMS <F NON RAntER 1lfAN BEFrnE PLP.CENENl') 
2 3 4 5 
45. Again, on the scale of to 5, how much emotional strain do (did) you 
experience? 
2 3 4 5 
46. How much financial strain do (did) you feel (on the scale of 1 to 5)? 
2 3 4 5 
*47. About how many times in an average week is your sleep interrupted because 
you have to get up to take care of ? 
___ times per week 
0 = less than once a week 
8 = dk/ref 
9 = na/mi 
1 2 
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48. People respond to new roles in many different ways. I'd like you to 
indicate how much the following statements describe the things you have done 
193 
(did) to adjust to the role of supporting after the stroke. As I read 
the items, think about yourself and tell me how often you cope in these ways. The 
choices are sometimes, often, or not at all. 
e: 
0 = not at all 8 = dk/ref 
9 = na/mi 1 =sometimes, a little 
2 =often, alot 
(Interviewer write appropriate code for each response.) 
When I have faced problems or difficulties I have responded by: 
a. sharing my difficulties with relatives 
b. seeking support and encouragement from friends 
c. attending church services 
d. seeking information and advice from persons in other families who have 
faced the same or simI I ar prob I ems 
e. seeking advice from relatives 
f. participating in church activities 
__ g. seeking assistance from comrrunity agencies and programs designed to help 
fami I ies in our situation 
h. sharing concerns with close friends 
i. seeking advice from a minister 
j. making sure I have some time to do things just for myself 
k. joining a caregiver support group 
I. having faith in God 
m. taking a caregiver training course 
n. seeking advice from our physician 
o. using relaxation techniques or exercise 
1 3 
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49. Are there other ways in which you have coped that were not on the I ist? (If 
sv is severely impaired, probe: such as temporarily placing in a nursing home 
so you can get a rest. vacation. etc.? Ask as openended questTOn. RECrnD VERBATIM 
RESPOOSE Fffi 110THER11 • . 
0 = no 
1 =ask family to take sv for periods of time 
2 =place sv in nursing home for short periods so I can go away/get rest 
3 = other 
-----------------------------------------------
*50. In general, how well do you and __ (sv} get along with each other? (READ 
OIOICES} 
3 =very well 
2 = fairly well 
1 = not too well 
*51. Are you concerned that you might not be able to care for __ in the 
future? 
0 =no (GO TO Q. #53} 
*52. Are you (READ OIDICES} 
1 =a little concerned 
2 = moderately concerned 
3 = very concerned 
1 =yes 
8 = refused/dk 
9 = na/mi 
*53. Do you consider (sv} as being dependent on you now for care or 
support because of the stroke? 
0 = no 1 = yes 8 = dk/ref 9 = na/mi 
*54. Do you think of yourself as a caregiver for __________ ? 
(RECXR) VERBATIM OOMMENlS} 
0 = no 1 = sometimes but not always 2 = yes 9 = na/mi 
14 
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SOCJ AL SUPPCRr 
You may remember that in the previous interviews we asked you to name the 
friends, neighbors. or relatives who provided help or support to you after the 
stroke. 11d like you to think about the people who have been supportive to you 
during the past year--either in terms of moral support, helpful tasks, 
transportation or offering assistance. I will ask only a few questions about 
them now. 
55. Thinking about the last year, when you wanted to talk with someone about 
personal matters, with whom did you talk? Please give me just their first name 
and their relationship to you. They might include friends, neighbors. your 
spouse. relatives, or others whom you know. 
Relationship code: 
1 = spouse 
2 = chi Jd 
3 = sib I ing 
4 = parent/parent-in-law 
5 = other relative 
Name 
6 = neighbor 
7 = work associate 
8 = friend 
0 = other 
Relat. 
Total I __ _ 
56. Are there people who would come to you to talk about something they are 
worried about. or about a personal matter? Again, these can be relatives. 
friends. your spouse. or others. 
Name Relat. 
Total I __ _ 
____________________ Total I reciprocal 
(named both 55/56) 
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Reiattonsh1p code: 
1 = spouse 
2 = child 
3 = sib I ing 
4 =parent/parent-in-law 
5 =other relative 
6 = neighbor 
7 =work associate 
8 = friend 
0 = other 
57. Are there people you would ask to assist you with transportation, chores, 
cooking, or who would provide occasional time off for you if you needed such 
help? 
Name Rei at. 
Total I 
58. Do you provide this type" of help for others? For whom do you provide help? 
Name Rei at. 
Total 1 __ _ 
Total I reciprocal 
(named both 57/58) 
59. Are there people who are dependent on you for care or 
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emotional support? (Probe--such as children, grandchildren, or elderly 
relatives?) (INTERVIEWER ASK N:E. F<R EPOI PERSON NAMED: lt«l..WE St/ IF DEPENENT) 
Name Relat. Age 
16 
Total t under 18 
Total t 19-65 
Total t 66-79 
Total I 80 plus __ 
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60. In general, how satisfied are you with the amount of social contact you have 
with others at this time? 
1 =very dissatisfied 
2 = somewhat di ssat isf ied 
3 =neutral 
4 =somewhat satisfied 
5 =very satisfied 
8 = refused 
9 = dk/mi/na 
61. In general, how satisfied are you with the quality or closeness of the social 
contact you have with others at this time? 
1 =very dissatisfied 
2 =somewhat dissatisfied 
3 = neutral 
4 = somewhat satisfied 
5 =very satisfied 
8 = refused 
9 = cl</mi /na 
62. Have there been any good or bad events in your life in the past year? Events 
such as family celebrations or crises, loss of friends or family through death or 
moving away, vacations or other important events? (Ask as openended question; 
circle all that apply. REaR> VERBATIM RESPONSE RR 'crTHER'. 
00 = no 
01 =death or institutionalization of spouse 
02 = Joss of close friend through death, Institutionalization, or moving away 
03 = divorce/ pending divorce 
04 =death or Joss of immediate family menber 
05 = loss of paid service 
06 = own hea I th prob I ems 
07 = health problems of spouse or immediate family member 
08 =moving 
09 = vacation 
10 = rami ly celebrations 
11 =health improvement 
12 = marriage (self) 
13 =other (specify): 
1 7 
Total I good events __ 
Total I bad events 
198 
Stroke Study Time q Telephone Interview 
*63. What is your greatest worry or concern at this time related to the stroke? 
(Ask as openended; RE<lR) VERBATIM ANSWERS. Editor code: use right margin to 
I ist all that apply.) 
ID ITIR axE: 
00 = don't know. nothing. no response 
01 = another stroke 
02 = respondent's own health and well-being 
as result of burden/responsibility for SV 
03 =expectations for sv•s recovery 
oq = SV independence. mobility. ability to care for self 
05 = SV physical well-being. health problems 
06 = SV mental health (depression. etc.) 
07 = SV comrrunicat ion problems 
08 = SV quality of I ife 
09 = financial concerns 
10 =help with repairs. etc. 
11 = other 
12 =quality of care if sv needs institutional placement 
99 = na 
*6Q. Do you have other worries or concerns related to the stroke? 
(IF YES. REOR> VERBATIM RESPONSE AN:> aDE AS IN Q. 163.) 
18 
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65. In general, what obstacles or difficulties have you found in providing help 
and support for since the stroke? (RECORD VERBATIM RESPONSE. Probe. 
Editor Code.) 
EDITCR CCDE: 
00 = dk/nothing/no response 
01 = sv's personality/behavior 
02 = sv's frustration with limitations 
03 = sv's depression 
04 =confinement (we don't get out/ I don't go out due to care for sv) 
OS= not enough time for mvself; I'm wearing out 
06 =my health is a I imitation 
07 = not enough affordable help 
08 = geographical distance from sv is an obstacle 
09 = other 
99 = na/mi 
*66. Overall, do you feel that you have adjusted to the stroke? 
(CIRUE APPR<FRIATE CATEaRY; PROOE Fffi a..ARIFICATJOO AN:> REOORD VEmATIM 
REPONSE. Fffi EXAMPLE, IF "00" ANSWER, ASK WHAT PRE SOME THINGS lHAT HAVE MADE 
JIDJUSTMENT DIFFIOJLT? IF 11YES" ANSWER, ASK WHAT HAS HELPED 't'OU 10 .ADJUST?) 
0 = no/not quite 1 = somewhat 2 =pretty well 3 =very well 
Reasons=------------------------------------------------------
19 
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*67. Do you feel that (SV) has adjusted to it? 
(Follow same procedure as #66). 
0 =no/not quite 1 =somewhat 2 =pretty well 3 =very well 
68. Have you found anything positive and good for you in this experience with 
____ 's stroke? REaR> VERBATIM RESPC»>SE. 
69. What advice would you give to someone whose spouse. parent. relative. or 
friend has just had a stroke? 
200 
70. Is there anything else you would like to add that would be helpful to me in 
understanding the impact of the stroke(s) on your life and well~being? 
20 
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Thank you very much for your time and you willingness to share your experience. 
The information you have given is extremely helpful. 
There are some other questions which you filled out yourself in the previous 
interviews. Since people have found them are easier to do themselves than to 
answer over the phone, 11 11 send them in the mail for you to fill out and return 
to me. I'll send a stamped, self-addressed envelope for their return, and would 
appreciate your doing them as soon as possible after you receive them. Thanks 
again for participating in this study. Good-bye. 
TIME INTERVIEW avs ______ (write on front page also). 
71. Respondent sounded: 
1 = angry 
2 = annoyed 
3 = cheerful 
q = glad to talk 
5 = depressed 
6 = no particular affect was discernible 
7 = other 
9 = n/a 
72. Additional conrnents about the interview: 
73. OlJIU>ME MEASLRES: LOT, CES-D, IP\\B, *BARlllEL INEC, *CBS, 
*PBC (* OMIT IF Sl! IS DECEASED) 
1 =Outcomes completed by self-report. 
2 =Outcome measures clarified over phone. 
3 =Outcome measures needed to be done over phone. (INDICATE REASON) 
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The following packet has some questions about how people feel at different 
times. There are no right or wrong answers. It is extremely important 
that every question be answered. Please choose from the available response 
the answer that best applies to you. Your prompt return of the completed 
questionnaires in the enclosed envelope is most appreciated. 
202 
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I.D. No. ___ _ 
IPWB 
Instructions: Here is a list that describes some of the ways people feel at 
different times. How often do you feel each of these ways? 
0 1 3 
Never Sometimes Often 
1. Very lonely or remote from other 
people 
2. Bored 
3. On top of the world 
4. Vaguely uneasy about something 
without knowing why 
s. Depressed or very unhappy 
6. Particularly excited or interested 
in something 
7. so restless you had to move about 
e. Pleased about having accomplished 
something 
Code I 204 
CES-Dl · 
Here is a list of items of ways you might have felt or behaved. Please 
indicate bow often you felt this way during the past week by circling the 
appropriate response next to each item, 
Rarely Occasion-
or none Some or ally or a 
of the a little moderate Host or 
time of the amount all of 
(Less time of time the time 
IN TilE PAST WEEK, HOW MANY than 1 (1-2 (3-4 (S-7 
DAYS DID THIS HAPPEN TO YOU? da:z:) da)!S) da:z:s) da:z:s> 
1. I was bothered by 0 1 2 3 
things that usually 
don't bother me. 
2. I did not feel like 0 1 2 3 
eating, my appetite 
was poor. 
3. I felt that I could 0 1 2 3 
not shake off the 
blues even with help 
from my friends and 
family. 
4. I felt that I was 0 1 2 3 
just as good as 
other people. 
5. I had trouble keeping 0 1 2 3 
my mind on what I was 
doing. 
6. I felt depressed. 0 1 2 3 
7. I felt that every- 0 1 2 3 
thing I did was an 
effort. 
8. I felt hopeful about 0 1 2 3 
the future. 
9. I thought my life had 0 1 2 3 
been a failure. 
10. I felt fearful. 0 1 2 3 
------------- ------------- -------------------
205 
CES-D2 
Rarely Occasion-
or none Some or ally or a 
of the a little aoderate Most or 
time of the amount all of 
(Less time of time the time 
than 1 (1-2 (3-4 (5-7 
dal!2 d&;IS) d&;IS) d&;IS2 
11. My sleep was restless. 0 1 2 3 
12. I was happy. 0 1 2 3 
13. I talked less than 0 1 2 3 
usual. 
14. I felt lonely. 0 1 2 3 
15. People were unfriendly. 0 1 2 3 
16. I enjoyed life. 0 1 2 3 
17. I had crying spells. 0 1 2 3 
18. I felt sad. 0 1 2 3 
19. I felt that people 0 1 2 3 
disliked me. 
20. I could not get 0 1 2 3 
"going." 
206 
LOT 
Please ansver the tolloving questions about yourselr by circling the 
appropriate number after each statement. For each or the statements, 
indicate the extent or your agreement by using the tolloving scale: 
0 = strongly ~agree 
1 = ~agree 
2 = neutral 
3 = agree 
4 = strongly agree 
Please be as honest as you can throughout, and try not to let y~ur 
responses to one question influence your response to other questions. 
There are no right or vrons ansvers. 
1 • In uncertain times, I usually expect the best. 
2. Ir something can go vrong for me, it vill. 0 
0 2 
2 3 " 
, 
.. 
3. I alvays look on the bright side or things. 0 1 2 3 4 
•• I'm alveys optimistic about my future. 0 2 3 " 
5. I hardly ever expect things to go my ~ay. 0 1 2 3 Ja 
6. Things never vork out the vay I vant them to. 0 2 3 • 
1. I'm a believer in the idea that "every cloud has a silver lining." 
0 1 2 3 • 
8. I rarely count on good things happening to me. 0 1 2 3 Ja 
Total LOT Score 
=-----------------------
1. 
2. 
3. 
4, 
s. 
6. 
7. 
8. 
9. 
10. 
ll. 
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INSTRUCTIONS: Please indic~te the level of ac~ivity of the stroke patient in you= 
family by circling the appropriate number next to each activity. 
Barthel Indexl (~~yland Disability Index) 
Score (points) when activity is performed--
Activity 
With 5elp Inciepe."''dently 
Feecing2 
-----------------
s 10 
Hoving ~rom wheelc!:lai= to 
bee and return (includes 
sitting up in bed)------- 5-lo3 15 
Pe=sonal toilet (was!'l face, 
comb hair, shave, and clean 
teeth-------------------- 0 5 
C-et~ing on and off toilet 
(handling clothes, wiping 
self, and flushL"''g toilet) 5 10 
Bathinc; self ------------• 0 5 
wa!k!.ng en level surface-- 10 15 
If unable to walk, propel 
wheelchair4 
-------------
0 5 
Ascend and descend stairs 5 10 
Dressing (includes tyinc; 
shoes and closing fasteners) 5 10 
Controlling bowels------- 5 10 
Contr:~lling bladc!er------ 5 10 
1 Mahoney,:. !., and D. w. B~the1, !Unctional evalu~tior.: The Barthel In~ex. 
2 
3 
~. State Medical Journal, 14, 61-65 (1965). 
If food must be ~~~ ur, the ?4tie~t is score~ a~ neee~~ help. 
Score 5 if ~r~s~~rs with ~ ~reat dee! cf helF: score 10 if =in~l hel: is 
needed. 
4 Score or.ly i~ ~"''able t:> ~~lk. 
Total Barthel Seo~e ____ _ 
--------· -- --~- ---·-
PBC 
Some families and friends have observed personality and behavior changes in a 
person following a stroke. while other people see the stroke patient as very much the 
same in personality and behavior as they were before. Please Indicate whether 
(the stroke patient) behaves or feels like this less than before the stroke. 
about the same as before the stroke. or ~ since the stroke. If the stroke patient 
was never like this before the stroke. the answer would be "about the same". 
1. thoughtful (considerate) 
2. angry (short-tempered) 
3. irritable (easily upset) 
4. restless 
5. self-centered 
6. anxious (fearful. nervous) 
7. shows initiative (planning) 
8. impulsive (uses poor judgment) 
9. laughs 
10. cries 
11. patient (tolerant) 
12. indifferent (lacks initiative) 
13. pleasant. easy to get along with 
14. suspicious 
1 5. jealous (possessive) 
16. confused (perplexed) 
17. depressed (sad) 
18. happy (cheerful) 
19. forgetful (poor memory) 
----------- -------·· 
About the same More 
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Here Is a list of statements that describe how people sometimes feel when caring for 
someone who has had a stroke. After reading each statement, put an "x" by the 
most appropriate word that describes your feelings. from "never to '"almost always". 
1. I feel that I don't do as much for the stroke patient as I could or should. 
Never __ Rarely __ Sometimes Often __ Almost" always 
2. I feel the stroke patient is dependent. 
Never __ Rarely Sometimes Often __ Almost always 
3. I feel that I am contributing to the well-being of the stroke patient. 
Never __ Rarely Sometimes Often __ Almost always 
II. I feel that the stroke patient makes requests of me that are over and above what 
he/she needs. 
__ Never __ Rarely Sometimes Often __ Almost always 
5. Because of my involvement with the stroke patient. don't have enough time 
to myself. 
Never __ Rarely Sometimes Often __ Almost always 
6. I feel resentful of other relatives who could but who do not do things with 
or for the stroke patient. 
Never __ Rarely Sometimes Often __ Almost always 
7. I feel stressed between trying to give to the stroke patient as well as to other 
family responsibilities, job. etc. 
Never __ Rarely Sometimes __ Often __ Almost always 
B. I feel that the stroke patient currently affects my relationships with other 
family and friends in a negative way. 
__ Never __ Rarely Sometimes Often __ Almost always 
::--------------- ---------
CBS-2 
9. I feel useful in my interactions with the stroke patient. 
__ Never 
__ Rarely Sometimes Often 
_· _Almost always 
10. I feel that my health has suffered because of my involvement with the stroke 
patient. 
__ Never __ Rarely Sometimes Often __ Almost always 
11 . I feel that my social life has suffered because of my involvement with the 
stroke patient. 
__ Never 
__ Rarely Sometimes Often __ Almost always 
12. I feel that the stroke patient doesn't appreciate what I do for him/her as much 
as I would like. 
__ Never 
__ Rarely Sometimes Often __ Almost always 
13. I feel that the stroke patient seems to expect me to take care of him/her as if I 
were the only one he/she could depend on. 
Never __ Rarely Sometimes Often __ Almost always 
14. I feel embarrassed over the stroke patient's behavior or condition. 
__ Never __ Rarely Sometimes Often __ Almost always 
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